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ABSTRACT 
THE PSYCHOLOGY OF CANCER: HOW SUPPORT SYSTEMS ENHANCE 
THE WELL-BEING OF CANCER PATIENTS 
SEPTEMBER, 1990 
MARGARET ATKIN GOSSELIN, B.A., LAKE FOREST COLLEGE 
M.P.S., STATE UNIVERSITY OF NEW YORK AT NEW PALTZ 
ED.D., UNIVERSITY OF MASSACHUSETTS 
Directed by: John W. Wideman, Ed.D. 
The problem addressed by this study is the lack of 
information available to help concerned people create an effective 
support system for a friend or family member who is diagnosed 
with cancer. Six cancer support systems, including both cancer 
patients and their supporters, were interviewed in order to find 
out what was effective in these support systems. All the support 
systems were described by the cancer patient as "good" or 
"helpful". For purposes of this study, the concentration was on 
cancer patients' "personal" support people, consisting of family 
and friends. 
Major themes addressed in the interviews were: having 
support already in place, commitment, giving and receiving love, 
having no choice but to support, belief in the possibility of healing, 
openness to change, amount and variety of support, offering 
anything and everything, layers of support, making offers of 
vi 
support specific, supporters' inspiring and "pushing", different 
strokes, cultivating self-assertion, having support affirmed, 
supporters getting support, accepting mortality, joy in life, 
intimacy, being fully present, rewards intrinsic to supporting and 
finding new meaning in life. 
Conclusions were not formed concerning what necessarily 
makes a good support system. What was good for one cancer 
patient or group of supporters was not necessarily good for 
another. The help given also varied depending on the resources of 
a particular support group. Possibilities for helping are described 
in order that other support systems might experiment with them 
and vary them as seems appropriate. 
Although the particular ways of supporting differed from 
group to group, all felt that they had come forward to give help, 
and continued to help, as a response to the love they had for the 
cancer patient they were helping and a sense of "doing right". 
Supporters found that in being authentic to themselves and in 
honoring the love that existed between themselves and the cancer 
patient, they had "no choice" but to support. The love that existed 
between supporter and cancer patient sustained supporters in 
their often very difficult roles of supporting. 
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Scope of the Problem 
We live in a country in which thirty per cent of us will 
receive a diagnosis of cancer. This means that seventy-six million 
Americans now alive will find we have cancer. In 1989, 
approximately 1,010,000 Americans were diagnosed with cancer. 
(American Cancer Society, p. 3) If it is not ourselves dealing with 
cancer, the odds are considerable that our families, our relatives, 
our friends, or our co-workers (as well as their families) are being 
confronted by the experience of cancer. Cancer has become far 
too prevalent to be avoided or ignored by anyone. We are all 
impacted by cancer — if not now, then soon — whether or not it is 
we ourselves who are diagnosed. 
People are realizing that if they don't get cancer they will be 
affected by those of us who do. People are realizing the need to 
grasp the significance and meaning of this. One meaning is that 
we will either need to be helped by others or will need to help 
others dealing with cancer. By looking at the statistics, one can 
easily see that nearly everyone will have to support someone in 
dealing with cancer, whether the patient be a spouse, a child, a 
friend or a co-worker. 
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Personal History 
Four years ago I was diagnosed with metastasized breast 
cancer and my prognosis was poor. I had surgery, chemotherapy, 
and continue to have hormone therapy. My health is now 
excellent, due in part to a support system, which included my 
husband, two children, friends, medical professionals, and 
therapists. Not only did my support system contribute to my 
health in a wide variety of ways, but the individuals and 
relationships within the support system were enhanced. I have 
documented the experience of my own support system elsewhere 
(Gosselin, 1986). 
Statement of the Problem 
Crises of all sorts, and in particular, the crisis of cancer, often 
arrive suddenly on a scene where people are "ill" prepared. Very 
often when a diagnosis of cancer is given, people around the 
patient are as stunned as the cancer patient. Deep fears about 
illness and death may be stirred up that often make helping, or 
any action, more difficult. Nevertheless people often want to 
help. In fact, they "must" help because help is so much needed, 
often right in front of them. It may be that part of their unspoken 
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contract as family member or friend has always included being 
supportive when the "chips are down". They have no real choice 
but to try to give immediate physical, emotional, and spiritual 
support. 
It is only recently that family and friends are sharing the 
responsibility with the medical profession of providing support 
for the seriously ill. Because modern medical technology is such 
that cancer patients are diagnosed earlier and live longer, 
supporters -- family and friends, as well as medical personnel and 
therapist -- are often needed for a longer time period. 
People in a support position quickly realize that there is 
little guidance available for them in this often rewarding, often 
arduous task. Many people have never seen someone who is 
seriously ill. Certainly most people have never seen someone 
supporting a person seriously ill. We may remember being 
brought chicken soup or gingerale when sick with the flu as 
children, but immediately realize that being sick with cancer is far 
different from being sick with the flu. We have an aversion to 
illness in our culture and tend to hide our afflicted in hospitals. 
We usually grow up without much direct experience of how one 
can support another who is suffering with serious illness. Hence 
we have little to guide or inform us in how we might offer support 
with confidence. 
The problem of giving and receiving support is further 
complicated because our culture rewards those who "help 
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themselves", giving little reward to those who ask for help, no 
matter how needy, or to their helpers. In addition, often people 
not intimate with a cancer patient often feel they should not 
"disturb" either the cancer patient or her/his family or closer 
friends. This means that additional support — including support 
for the primary supporters -- is often lacking or inadequate. 
Current literature provides little or no resources to help 
people decide how to best support a cancer patient. The problem 
addressed by this study, then, is the lack of information available 
to help concerned people create effective support systems for 
friends or family members diagnosed with cancer. 
Purpose 
The purpose of this study is to provide these resources by 
reporting what has been helpful in other support systems. The 
purpose here is to provide supporters and cancer patients with 
"grist for the mill" - coming in large part from what other cancer 
patients and their supporters have to say about what was helpful 
or unhelpful to them. This study presents a variety of models for 
support systems. The intent is that others experiment with them 
and vary them as appropriate for individual circumstances. 
Conclusions will not be formed concerning what necessarily 
makes a good support system. The definition of a "good" support 
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system will vary from system to system. What is good for one 
cancer patient or group of supporters will not necessarily be good 
for another. The meaning of "helpful" is very subjective. What is 
helpful to one person may not be helpful to another. Further, the 
help given will vary, depending on the resources of a particular 
support group. Contrary to what is implied by the word "support", 
not all support is helpful. Sometimes people trying to support are 
too overwhelmed or upset to be very helpful. Even well- 
intentioned support can sometimes be unhelpful to a cancer 
patient. The presence of people around a cancer patient does not 
necessarily mean that she/he feels supported. In fact a cancer 
patient may find it more helpful to be left alone. 
The focus of this study will be on support systems that have 
been described as "good" or "helpful" by cancer patients. For 
purposes of this study, the concentration will be on cancer 
patients' "personal" support people, consisting of family and 
friends and, when appropriate, professionals who may have been 
supportive in a variety of ways. The emphasis will be on 
providing some of the details of what cancer patients and their 
support people find or have found to be good or helpful in the 
support. My hope is that this study will serve both as a guide that 
adds to the knowledge of how one might help support cancer 
patients and as a support that eases the fears of supporting. 
Support systems for cancer patients constantly come into 
existence out of necessity, but with little guidance or clear models 
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to follow or from which to make one's own variation. By learning 
about what has worked for other support systems, some of the 
pressure may be taken off people who suddenly find themselves 
in the position of forming support systems for, and with, cancer 
patients. Perhaps some who would have held back may be more 
certain, more empowered, to come forward to help, and some who 
are already coming forward may form a better idea of ways in 
which they might continue to be supportive. The purpose of this 
study is to generate data which will better enable support people 
or cancer patients to draw their own conclusions about what 
might be best for their particular system. 
Methodology 
The research method used for this study will be qualitative 
in nature. Cancer support systems, including both cancer patients 
and their supporters, will be interviewed in order to find out what 
was effective in these support systems. Topics for discussion in 
the interviews (see Chapter III) are suggested by the available 
literature on the experience of cancer patients as well as from the 
researcher’s own experience with cancer patients and their 
supporters. 
Each interview will be transcribed and edited by the author. 
Profiles will be made of each support system, consisting of the 
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edited transcript, an introduction and a description of the main 
themes that emerge in the interview. Common themes, issues, 
problems as well as the varieties of experience in the support 
systems studied will be discussed in Chapter V. The final chapter 
(Chapter VI) will present conclusions and implications of this 
study, as well as suggestions for future research. 
Significance 
There is a gap to be filled in the literature. There is a lack 
of descriptions of what has worked for others in support systems 
for cancer patients. Family, friends of cancer patients, hospice 
workers, therapists, nurses and doctors often ask if there is 
something that they can read to feel more confident and better 
prepared in their support positions. Providing guidelines for the 
journey of support is an urgent necessity. 
It is hoped that a consequence of this study will be to help 
make supporting easier for family and friends who find 
themselves in the role of support to a cancer patient. By 
describing support systems that have worked for some people, 
cancer patients may find it easier to get needed help and 
supporters may choose more confidently the ways in which they 
can help. Support people may be better able to develop a clearer 
idea of what might be helpful to a particular cancer patient and 
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how they might provide this help. In addition, those who find 
themselves needing support may be able to form a clearer 
picture of what support might be most beneficial to them and how 
they might go about getting this support for themselves. It is 
hoped that this study would not only inform, but would empower 
a variety of supporters. 
This study is a pilot study aimed toward providing resources 
to help supporters of cancer patients. It is significant as a first 
attempt to find, analyze and publish first-hand accounts as 
resources for these support people. As these resources are used 
and adapted, we can then see what needs to be studied further, 
added, changed and tested in order to provide better resources for 
support people. This study is offered as the foundation for 
further research, providing first-hand information about support 
systems which can be used and expanded upon in the fields of 
psychology and therapy. 
Limitations 
Although this research offers the potential to provide 
important information about support systems for cancer patients, 
this study is designed to be a preliminary investigation. It is a 
first attempt to find and publish these resources for support 
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people. Future study will show what needs to be added, changed 
and tested in order to provide better resources for support people. 
No attempt is being made here to represent all ethnic and 
cultural variations for cancer support systems. Findings may or 
may not be representative of the experiences of people of 
cultural and spiritual traditions other than those of the 
participants. 
The participants will be volunteers who can speak 
articulately about their experiences. A more random selection of 
cancer support systems might yield a greater diversity of data. 






From my experience as patient, member of support systems, 
and professional therapist and consultant, it seems to me that it is 
most useful to consider the mind and heart in explaining the 
connections between supporters and cancer patients. Most 
professional literature speaks only from — and to -- the mind. In 
contrast to many of the writers of professional literature and 
people doing psychological studies, there are several people who 
seem to speak clearly the language of the mind and heart in 
discussing the question of what enables support: Martin Buber, 
co-authors Ram Dass and Paul Gorman, Ken and Treya Wilber, and 
Stephen Levine. 
For the purpose of this literature review, however, a broad 
spectrum of the available literature will be reviewed. The 
professional literature will initially be discussed, followed by the 
literature which, in this author's opinion, speaks more directly to 




Studying social support support is relatively new. Levinger 
(1984) writes 
The systematic investigation of "social support" is a 
newcomer to the scene of social research. Although nearly a 
century ago sociological analyses by Emile Durkheim began 
to show that the breakdown of social ties leads to people’s 
alienation and, at the extreme, to suicide, little systematic 
research was done on the positive impact of social ties until 
the mid-1970s. (p. i) 
Studying the social support for people dealing with chronic 
illness is new because there has been a recent explosion in this 
population. Since World War II there has been a dramatic and 
persistent shift from acute to long-term illness. The aging 
population as well as biomedical and technological advances have 
contributed to this shift. "Chronic illness is now the number one 
health problem in the United States." (Tilden and Weinert, 1987,p. 
613) Chronic illness is requiring more extensive and long-term 
managing and support from patients family and friends than 
previous more "acute" short-term illness required. Studying this 
support has just begun. 
For purpose of this study, the definition of support given by 
Shumaker and Brownell (1984) will be used: They define support 
broadly as "an exchange of resources between at least two 
individuals perceived by the provider or the recipient to be 
intended to enhance the well-being of the recipient." (p. 13) 
Jennings (1987) concurs with Shumaker and Brownell that it 
is one’s perception of support that is important. He writes that 
"the utility of social support...is contingent on perception. 
Regardless of the kind of support, the subjective interpretation of 
the recipient determines whether the support is adequate. This 
"eye-of-the-beholder" aspect escalates the complexity of support." 
(p. 65) According to Shinn, Lehmann and Wong (1984), amount, 
timing, source, structure and function involved in support must 
"fit" or be agreeable to both parties in order for actions to be 
perceived by the recipient as helpful. 
Wortman (1984) notes the difficulty in defining social 
support in such a way as to include its many varieties (e.g., 
emotional, informational or instrumental). She also notes the 
difficulties of assessing a cancer patient’s social support, e.g. 
whether or not it includes emotional, informational or 
instrumental support. The meaning of support is extremely 
individual and thus perhaps elusive to most generalities. 
Dunkel-Schetter (1984) concurs with Wortman. She notes 
that 
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what is supportive and helpful coming from one person can 
be viewed as inappropriate or even stressful when provided 
by another. Therefore, support would consist of different 
actions depending on which social network members are 
considered. Understanding which sources are best able to 
provide the different types of support in a specific situation, 
such as cancer, is then of paramount importance. It may 
depend upon many factors, including network members' 
roles, expertise, social skills, and empathy. In addition, the 
level of intimacy, person similarity, and past obligation 
within the dyadic relationship are likely to play a part. (p. 
89) 
Organized Support 
Organized support is differentiated in the literature from 
"social support". The emphasis in this literature review is on 
"social" support for cancer patients, usually consisting of family 
and friends in one's "natural" environment, in contrast to 
organized or professional support. 
Many studies, however, have shown the positive and 
powerful psychosocial effects which organized cancer support 
groups or therapy can have on cancer patients. Two studies will 
be discussed here as examples of studies done on organized 
support. These groups, generally consisting of approximately 8- 
10 cancer patients and a facilitator, have been shown to improve 
the quality of cancer patients’ lives. In a study (Gordon et al, 
1980) involving 308 adult cancer patients, in which half were in 
organized support groups and half were not, it was found that 
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those patients receiving professional psychological and 
educational support "evidenced a more rapid decline of negative 
affect (i.e., anxiety, hostility, depression), a more realistic outlook 
on life, a greater proportion of return to previous vocational 
status, and a more active pattern of time usage" than patients not 
in support groups, (p. 743) 
Not only have organized support groups been shown to 
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improve the quality of cancer patients' lives, but research recently 
reported in The Lancet (October. 1989), shows that support 
groups may improve a patient's chances for living longer. In this 
research, Spiegel, Kraemer, Bloom and Gottheil studied a group of 
86 women with metastastatic breast cancer. Half the women were 
members of year-long support groups in which 
patients were encouraged to come regularly and express 
their feelings about the illness and its effect on their 
lives...Social isolation was countered by developing strong 
relations among members...Patients focused on how to 
extract meaning from tragedy by using their experience to 
help other patients and their families, (p 889) 
In a ten-year follow-up study, this "intervention group lived on 
average twice as long as did controls." (p. 889) 
14 
What Enables Supporters 
Although negative aspects of being involved in support of a 
cancer patient are real, supporters are often empowered to 
support. This section will review the literature discussing what 
enables supporters to support. Five aspects will be considered: a) 
the inherent connection of human beings, b) the physical presence 
of families, c) the knowledge that support is helpful, d) benefits to 
supporters, and e) the "care" of cancer patients. 
Inherent Connection. David Sobel, in his book, Ways of 
Health (1979), describes a "systems view of health and disease", 
composed of a hierarchy of more and more complicated parts 
which influence each other. Sobel's definition of health is 
the ability of a system (for example, cell, organism, family, 
society) to respond adaptively to a wide variety of 
environmental challenges (for example, physical, chemical, 
infectious, psychological, social), (p. 92-93) 
It is noteworthy that Sobel defines "system with such large 
boundaries - including the physical, psychological and social 
realms in which we all live. In defining health, Sobel 
acknowledges that, not only do cell, and organism provide key 
pointers to a healthy system, but family and society also 
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contribute greatly. Thus a human system that chooses to respond 
adaptively, utilizing all its parts, chooses health. In order to stay 
healthy or become healthy, the entire human system must be able 
to adapt. The cells of the human organism must adapt to 
psychological and social challenges and the family and society 
must adapt to physical changes and infections. 
Ornstein and Sobel (1987) provide detailed explanations of the 
mind/body connection in healing. In their book, The Healing 
Brain, they write 
Social connectedness is so basic and vital to human health that 
it affects blood pressure, the incidence of heart disease, and the 
intimate workings of the immune system. ( p 191) 
Perhaps part of what enables supporters to support is tuning 
into the fact that we are naturally pack animals, a natural social 
troop who instinctually will even sacrifice our own lives for the 
benefit of our gene pool. Sobel and Ornstein write: 
Human society is a group of biological organisms and is a 
biological organism in its own right...An important part of the 
specialization of the human brain is to connect individuals 
together into a larger group, a society, one in which their own 
chances to survive are improved as are their chances to pass 
on their genes. We are social animals, and together form, in a 
sense, a larger "social body". Powerful evolutionary forces 
operating over millions of years have created, shaped, and 
maintained it. So it should not be too hard to imagine that 
this "social body" we live within is something of great 
importance to each of us. (p 30-31) 
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In truly accepting our true societal troop nature, we cannot help 
but support. 
In a chapter entitled, "Friends Can Be Good Medicine", Sobel 
and Ornstein write, 
People need people. Not only for the practical benefits which 
derive from group life, but for our very health and survival.(p 
201-202) 
Bemie Siegel (1989) writes of the powerful effect illness can 
have in helping us to "redirect our lives" toward honoring our 
connection with one another. 
In the broadest sense...illness or suffering can heal not just 
the individual but society. As the threat of nuclear disaster 
and famine can lead us to love and healing in our global 
relationships, so illness can do the same for our personal 
relationships, (p. 5) 
Dugan (1987) writes of the power in the "human 
connection." He acknowledges the down side of supporting, 
particularly when there is death and loss, and continues to say 
that 
amid the stresses, the complexities, and the challenges, 
however, there is a bridge. It is the human connection that 
forms with the exercise of compassion, of listening, of the 
effort to accept and understand the emotional pain. (P- 29) 
This connection, or meeting"one another as fellow human beings 
forms the "reward", as it were, for supporting, (p. 29) 
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Perhaps this is why a cancer patient, in referring to her 
support system, can say: 
My experience was clear: people couldn't wait to show their 
love! Some just wanted guidance on how best to do that. 
All I had to do was communicate my situation and people 
took the opportunity to be human and loving. (Siegel, 1989, 
p. 203) 
Physical Presence of Families. Being the people who are 
physically there often is a main factor in why supporters support, 
or begin to support. Stuifbergen (1987), in studying the impact of 
chronic illness on families, concludes that 
Policy makers are increasingly looking to the family as a 
critical resource to hedge against the rising cost of health 
care services. This means that, except during times of 
medical crises or major complications, the burden of 
management of a chronic illness will rest with ill individuals 
and their families." (p. 50) 
Kaplan (1982) points out that "the family is uniquely 
organized to carry out its stress-mediating responsibilities and is 
in a strategic position to do so. No other social institution has 
demonstrated a comparable capability for mediation that affects 
as many people in the community." (p 221) He urges health 
professionals to extend their "care" to cancer families in order to 
18 
support the family as the predominant and most effective buffer 
for stress to an individual cancer patient. 
Knowledge That Support is Helpful. When Susan Sontag 
(1989) was a cancer patient, what particularly enraged her "was 
seeing how much the very reputation of this illness added to the 
suffering of those who have it." (p 12) 
...The metaphoric trappings that deform the experience of 
having cancer have very real consequences: they inhibit 
people from seeking treatment early enough, or from 
making a greater effort to get competent treatment. The 
metaphors and myths...kill.(Sontag, 1989, p 14) 
Sontag wrote Illness as Metaphor, knowing that she could help. 
She hoped to cut through the myths that disempower cancer 
patients from getting help and supporters from giving it. She 
hoped to persuade terrified people who were ill...to regard 
cancer as if it were just a disease — a very serious one, but 
just a disease. Not a curse, not a punishment, not an 
embarrassment. Without 'meaning'. And not necessarily a 
death sentence (one of the mystifications is that 
cancer=death). (Sontag, 1989, p 14) 
One of the main reasons supporters provide support is that 
support "helps". The literature well documents the need for 
support. Research on social support demonstrates the positive 
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effects of social support. "What is apparent and most salient is 
that social support exerts a positive influence on health...The 
effects of positive relationships and a climate of caring are not 
trivial...[They have] the capacity to sustain health." (Jennings, 
1987, p. 69) 
Research shows that social connectfon can boost our immune 
systems in powerful ways that not only help us to heal but help 
us to remain healthy longer than people with fewer social 
connections. In reviewing the literature, a fair amount can be 
found written on the impact social connection can have for 
improving health. There are many studies which show the link 
between social connection, healing and even protection from 
disease and sometimes death. Social Support and Health (1985) 
edited by Sheldon Cohen and S. Leonard Syme is entirely devoted 
to the subject of social support and health. Study after study is 
described to show the various ways that various social support 
systems can foster both mental and physical health. 
In a study by Lisa Berkman and S. Leonard Syme (1979), the 
power of social connectedness in increasing resistance to disease, 
comes forth dramatically. Berkman and Syme interviewed seven 
thousand residents of Alameda County, California and observed 
them for nine years to determine factors that protect people from 
disease and death. Questions about smoking, physical exercise, 
eating habits, history of disease as well as social connectedness 
were asked. 
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People were asked whether they were married, the number of 
close friends and relatives they had, and how often they were in 
contact with these people; they were asked about membership in 
church and other community organizations. The people ranged 
from those who were relatively isolated to those very extensively 
involved with other. 
There was a surprising relationship. Those who were 
single, widowed, or divorced, those with few close friends 
or relatives, and those who tended not to join or participate 
in community organizations died at a rate two to five times 
greater than those with more extensive social ties. These 
striking differences were true for men as well as women, for 
old as well as young, for rich as well as poor, and for people 
of all races and ethnic backgrounds. (Omstein and Sobel, 
1987, p. 123) 
People who were more isolated did not report themselves as 
already more ill in the initial interview. Further, the differences 
could not be accounted for on the basis that people with social 
connections had better health habits. 
The social support findings...were found to be independent 
of other traditional risk factors such as smoking, alcohol 
consumption, exercise, and obesity, as were the use of 
preventive health services and reports of life satisfaction. 
The relationship persisted. The more social connectedness, 
the lower the death rates. (Ornstein and Sobel, 1987, p. 123) 
"Clearly, social support can be valuable for emotional 
adjustment to cancer and possibly for physical recovery." (Taylor 
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et al, 1986, p. 609) Seeing that the support itself is highly 
valuable can lead to social support occuring. 
Weisman (1984) in writing of "the coping capacity" writes 
that coping involves a morale strong enough that when faced with 
serious problems, one does what is "worthy of you at your best." 
(p. 135) He continues 
Coping strategies are unique and stereotyped, a melange of 
custom and convenience, opportunity and obligation...they 
come together in clusters, clump, fractionate, and then 
rearrange themselves in novel patterns. But their 
overriding purpose is the same: to pursue a solution that is 
within the scope of being at one’s best, while restoring a 
measure of equilibrium, (p. 135) 
This desire to be worthy of oneself at one's best can form the 
impetus to help someone cope. 
Shumaker and Brownell (1984) describe helping another as 
"pro-social behavior". Several factors are involved in deciding to 
assist. 
...an individual’s decision to help appears to follow a sequence of 
"mini" decisions, which include recognizing the need for assistance, 
interpreting the dilemma as an emergency, and deciding that the 
provider possesses the necessary skills and resources to act...Each 
point in this sequence can be influenced by the characteristics of 
the recipient (e.g., attractiveness), characteristics of the provider 
(e.g. mood, values about helping), and the number of other people 
present, (p. 16) 
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They go on to say that people usually do not think "about 
what they are doing and why...exchanges are automatic and, 
probably, not evaluated by either participant." (p. 20) 
Smith, Redman, Bums and Sagert (1985) found that the 
most beneficial type of support activity, in a study involving 357 
female cancer patients, was "emotional — having someone listen 
to and talk with them about the illness." (p. 75) 
According to Brownell and Shumaker (1984), research has 
shown that "interpersonal relationships ... mitigate the adverse 
effect of stressful life events." (p. 3) Interpersonal relationships 
can have great impact on a patient's emotional adjustment to 
cancer. (Wortman and Dunkel-Schetter, 1979) Supportive 
relationships may act as buffers to stressful events by helping us 
to recognize the quality and quantity of our coping resources 
(Cohen & McKay, 1984). 
Interpersonal relations have been shown to assist recovery 
from illness by helping to facilitate health behaviors, such as 
seeking medical help or complying with medical regimens. 
(Wallston, et al, 1983) Support has been shown to help prevent 
disease by bolstering one's self-esteem as well as health- 
promotive behaviors. (Cohen & Syme, 1985) According to Lazarus 
& Launier (1978) one's support network can help one to see a 
particular life event in a different light, helping to turn a stressful 
event into a challenging one. Supporters can also help one to 
23 
solve small problems before they become larger stressors 
(Mitchell et al., 1982) 
Bloom and Spiegel’s research (1984) found that women with 
breast cancer who reported more support showed fewer self- 
destructive coping behaviors such as smoking or worrying, had a 
better self-concept, less psychological' distress and felt more 
power over their illness. Funch and Mettlin’s study (1982) 
showed that social and professional support for 151 female breast 
cancer patients were significantly positively related to 
psychological adjustment. In reviewing recent research on social 
relationships and health. House, Landis and Umberson (1988) 
state that "recent scientific work has established both a theoretical 
basis and strong empirical evidence for a causal impact of social 
relationships on health." (p. 540) Dirksen's (1989) study of 
perceived well-being in malignant melanoma survivors showed 
that "social support contributed to self-esteem." (p. 356) A higher 
level of self-esteem brought a stronger sense of well-being. 
In Dunkel-Schetter's research (1984), cancer patients were 
asked what were the most helpful and the most unhelpful things 
people had done since they were diagnosed with cancer. Cancer 
patients' responses showed that 
health care providers are seen as most effective when they 
provide a combination of direct assistance, advice or 
guidance, and emotional support...Respondents valued 
mainly emotional support from...[family and friends] -- just 
being there in times of need, listening, and providing 
encouragement. Advice and information from family and 
friends, in turn, were seen as unhelpful and even 
bothersome, (p. 89) 
She reports that doctors were mentioned as frequently as family 
members as being the greatest help. Friends were also important, 
as were other cancer patients and co-workers. Types of support 
were categorized into four areas: emotional support 
(love/concern, understanding, etc.), instrumental support (aid or 
assistance), informational support (advice, problems-solving 
information), and appraisal (approval) support. 
Eighty-one percent of all respondents mentioned some form 
of emotional support as one of the most helpful behaviors, 
41% of the respondents mentioned informational support as 
most helpful, 6% of the respondents mentioned appraisal 
support, and 6% mentioned instrumental aid or assistance. 
(p. 84) 
"Social support was found to be a significant predictor of 
psychological and functional adaptation to cancer" in a study 
concerned with coping with cancer. (Ell, Mantell, Hamovitch, and 
Nishimoto, 1989, p. 82) It was found that "adequacy of 
attachment was ...[an] important dimension of support in 
psychological well-being" (p.83) for cancer patients. It was the 
depth of the connection that was important. 
Study after study — and certainly personal experience — 
shows supporters that their support for cancer patients is helpful. 
People with social support are healthier, report a higher quality of 
25 
life and recover more readily from diseases such as cancer. 
Knowing this can be the impetus for supporters to support. 
Benefits to Supporters. There are clear benefits available 
in supporting. The major benefit for providers comes from 
knowing that, because of them, others' lives may be better 
(Batson, Fultz & Schoenrade, 1984) "The ability to be nurturant is 
a fulfilling and self-validating experience" (Kessler et al., 1984, p 
16) In addition. 
Providing support may increase their sense of efficacy. 
Furthermore, providers can vicariously experience a broad range 
of life events and develop a repertoire of coping strategies that 
may be useful in the future.(Shumaker and Brownell, 1984, p 19) 
In Stephanie Simonton's book. The Healing Family, (1984). 
relationships and illness are directly discussed. She writes about 
the family's ability to help soothe and even heal a family member 
and addresses the possibility that this soothing and healing being 
reciprocal. Both "giver" and "recipient" are soothed and healed. 
This aspect of supporting is underlined in a poem by Juliet Burch, 
as printed in Bernie Siegel's Love. Medicine and Miracles (1987). 
Sitting with Pa 
The man who was/is my father 
His laboured, rhythmical breathing 
The slightness of his stature now 
I hold his warm hand and 
The room is peaceful 
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There is such a lack 
of fear 
in this room. It is a 
peaceful place to die. 
I am 
finally 
unafraid to hold the hand of a man who 
was so mighty. 
Meditation 
A room that is 
difficult to come to, 
yet somehow 
hard to leave. 
His opened eye. 
He is there 
but what happens inside him? 
A pause in the metronome of breath 
I come to attention. 
And then the rhythm 
like the tired clock 
returns. 
I wonder if he is crying 
inside. Is he afraid 
at all? 
I worry less -- 
for I look to discover that 
now the hand 
being held 
is mine. 
A supporter also receives the compliment of being trusted 
by a recipient who lets them support. The supporter is benefited 
by the development or reinforcement of the relationship with the 
person being supported. In addition, providing support to another 
increases one's chances to receive support at another time. 
(Shumaker & Brownell, 1984, p. 19) 
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One study (Haggmark, Theorell and Ek, 1987) showed the 
effects on relatives of cancer patients' of what they call an 
"activation program", designed by the oncology staff in a Swedish 
hospital, to help relatives actively support cancer patients through 
"daily contact", the details of which were up to the relatives. 
Their study shows the benefits to relatives who were more 
actively involved: the "active" relatives themselves were better 
able to cope with the disease and even with the death of a family 
member. 
According to Mishel and Braden (1987), "a major function of 
social support is to provide the opportunity to the person to 
clarify his or her situation through discussion and interaction with 
others." (p. 55) This opportunity is open for both supporter and 
cancer patient. 
In The Complete Guide to Your Emotions and Your Health 
(1986)* Emrika Padus writes about the "opportunity for growth" 
that "helping others heal themselves" can bring. Not only the 
people, but the relationship can grow. "Although nursing your 
spouse through an illness can be very stressful, it can also be an 
opportunity for a husband and wife’s relationship to grow." Padus 
quotes Alice Cooper, a mental-health consultant to the Visiting 
Nurses Association of New York, as saying Every time you have 
a crisis, you have an opportunity to move to a higher level...Some 
people are able to take advantage of it." (p 559) 
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Padus quotes Evelyn Baulch, author of Home Care, as she 
describes the experience of caring for a loved one who is ill at 
home. 
Over and over, people tell me that it was an experience that 
was very important for them...They say they wouldn’t want 
to have missed it. They look back years later and say that it 
was a turning point in their lives. Something very positive 
came out of it. Nothing in life is absolutely negative. It all 
depends on how you look at it. You can look at things as a 
problem or as a challenge. You get stronger by pushing up 
against things." (p 559) 
Care of and Care for Cancer Patients. In helping an individual 
heal through becoming "exceptional", Bernie Siegel (1989) speaks 
to the power of a support system that includes powerful 
relationships with one's doctors and other health professionals as 
well as family and friends. He writes, "Asking for help when you 
need it can be a good thing not just for yourself but for the people 
who are asked." (p. 203) He quotes a patient (who happens to be 
me): 
[A] woman formed an official "healing network," made up of 
friends and family as well as medical and psychiatric 
professionals. She relied on them for everything from child 
care to chauffeuring, errand-running to massage, medical 
research to transportation. (I provided the surgery.) Two 
years later after her successful recovery from advanced 
breast cancer, she interviewed the members of her network 
for a research paper in support of her candidacy for a 
master's degree in counseling. How did they feel about 
having been part of the network? "Honored,""grateful," "great 
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[because] it meant you felt close to me," "better than just 
sitting scared," "lucky to be part of the experience. I felt that 
it nourished me...I had a great sense of feeling included, 
feeling needed, feeling a part of something which was a large 
part of someone's life." (p. 203-204) 
For Siegel, there are benefits to doctors in "caring for" and not 
just "treating" patients. He quotes Dr. Francis Peabody, a 
pioneering medical researcher at Harvard in the 1920s, as saying 
The treatment of a disease may be entirely impersonal; 
the care of a patient must be completely personal...the secret 
of the care of the patient is in caring for the patient. (Siegel, 
1986, p 60) 
For Siegel, a doctor can 
inspire hope, give with the heart as well as the head and 
hands, keep ego in the background, and share major decisions 
with the patient. The love returns...A doctor who acts out of 
love doesn't bum out. He or she may get tired physically, but 
not emotionally." (Siegel, 1986, p 61) 
What the doctor receives from caring and loving is care and love 
in return. This enables further caregiving. 
Siegel concludes his chapter on 'The Healing Partnership" by 
saying, 
It's the relationship that makes such results possible. It's 
sharing and caring, doing things for people, not to them. We 
physicians must become instruments. When that happens, 
motivated patients will use us to work miracles. (Siegel, 1986, 
P 63) 
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In speaking to me about the satisfaction he received out of 
being so deeply involved emotionally with patients, and that kept 
him involved, Bernie Siegel said, 
I'd say...the difficult parts are that it's not easy to cut up 
people. But what's incredible is that somebody like you can 
reach up after the surgery, after even having a part of the 
body removed and say thank you, I love you. I think that's 
what helps save me and makes it ok for me to go on...It's the 
relationship part that restores you, not the mechanical part. 
(Gosselin, 1987, p 20) 
Welsh (1985) writes that "from an existential or spiritual 
viewpoint, coping with advanced cancer is a process of reviewing, 
revising, enlarging and strengthening one's world view in order to 
accommodate and assimilate a new experience." (p 266) He quotes 
Kierkegaard's description of the crisis of confronting death as "a 
school that provides man with the ultimate education, the final 
maturity. Only when he has confronted this terror annihilation, 
the ultimate fear, can self-transcendence begin." (p. 266) Frankl 
writes that the "ultimate freedom" in adversity is "to choose one's 
attitude in any given set of circumstances." (Frankl, 1974) Not 
only the cancer patient, but caregivers, are involved in the 
existential search for meaning that cancer often brings. Welsh 
concludes that caregivers as well as cancer patients can learn "that 
in surrendering illusions of control, new strengths 
emerge...[including] the realization that only love is important."(p 
268) 
Challenges of Supporting 
In the previous sections the emphasis has been on the 
positive aspects of support. However, it needs to be noted that 
the majority of literature emphasizes the negative. In this section, 
literature on the negative aspects is reviewed, without which a 
review of the literature on support would be incomplete. 
According to Katz (1987), "The cancer experience can be an 
alienating anxiety-ridden experience for all patients and their 
families." (p. 27) Bahnson (1987) gives an overview of literature 
on the negative impact of life-threatening illness on families, 
which places a family under unusual stress. She writes that 
the behavior of family members significantly influences the 
course of the patient's disease...[and that] the family may 
also contribute to the development of life-threatening illness 
through destructive emotional conflicts and unresolved 
tensions, or the isolation of the patient, (p. 26) 
Urging tolerance and understanding for the families, Bahnson 
concludes that not only can cancer undermine a family's social and 
economic stability, but, as a result of cancer, "interpersonal 
problems that might have been resolved often escalate into full¬ 
blown conflicts." (p. 26) 
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Tilden and Weinert (1987) write 
Individuals with long-term health problems are at high 
risk for social isolation and impairment. Social relationships 
are frequently disrupted and may disintegrate under the 
stress of chronic illness and its management." 
(p. 615) 
As the illness continues, families often experience 
exhaustion because of the demands of new roles, depleted 
finances, and other aspects of a changed lifestyle. Feelings 
of anger, guilt, and helplessness occur in the network, often 
leading to withdrawal of support — especially as the ill 
person's ability to reciprocate support is impaired." (p. 619) 
Corbin and Strauss (1988) writes that caring for someone 
chronically ill "is associated with depression, anxiety, stress, 
uncertainty, hopelessness, marital unhappiness, and guilt." (p.33) 
In her research on couples managing chronic conditions at home, 
Corbin has identified several other problems, including what she 
calls "resource exhaustion", using up of personal and other 
resources, "cocoon syndrome" in which the ill person and the carer 
limit other contacts, and "stuck in a rut phenomonen" in which 
carers find it very difficult to change the kinds of care they give. 
There are numerous articles, such as Adams' "The Forgotten 
Victims of a Medical Crisis" (1988) or Lenehan’s "Cancer with 
Metastasis to Family Life", describing cancer patients and. their 
families as victims of cancer. Lenehan writes,"When cancer 
strikes, it devastates the family as well as the patient, (p. 31, 
Lenehan, 1988) Nordlicht (1982) writes in the same vein: "The 
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diagnosis of cancer can create an overwhelming fear which 
ofttimes may immobilize the entire family." (p. 1845) 
Communication (particularly about death and loss) may be 
strained, changes in family member's roles may be difficult to 
achieve and adjust to, financial burdens often arise, the family 
may feel resentful, etc. "When cancer is diagnosed, the family 
faces not only the immediate threat of crisis, but also the 
expectation of chronic, enduring changes in its patterned roles, 
relationships, and sense of unit self. It is for these reasons that 
cancer often is called a "family disease." (Cassileth, 1979) Not only 
is the individual "threatened" with cancer, but the family as well. 
In the family therapy literature, there is little that points to 
the positive in giving or receiving support in dealing with cancer. 
Family therapists seem more than aware of the negative impact 
that crises can have on families — perhaps because it is families 
with "problems" that enter therapy. Seldom does anyone pay for 
therapy to have their strengths confirmed. Certainly a family 
dealing "well" with chronic illness is the least likely candidate to 
make time, space and finances available for therapeutic support. 
The Chronic Illness Project at the Ackerman Institute has 
been the main research on the effects of chronic illness on 
families. The findings of the Ackerman Institute are described 
by Marcia Sheinberg and Peggy Penn (1983), two family 
therapists working on the Chronic Illness Project. 
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At the Ackerman Institute, they worked with a team over 
several years, observing families with a chronic illness in one or 
more of their members. One of their main conclusions from this 
project is that very often coalitions are formed or reinforced 
between members of a family dealing with chronic illness. In 
the frightening face of chronic illness, these coalitions can be so 
firm and strong as to "bind" the family members involved 
(possibly in a "we" against "you" stance vis a vis other family 
members). This binds the entire family in a pattern of relating — 
making support, change, growth and improvement of relationships 
within the family difficult. Everyone is stuck. Pre-existing 
relationship problems being "fused" within the context of illness. 
(Sheinberg, p 18) Many others have documented the potential for 
cancer's negative impact on families (For example, Schoenberg et 
al, 1972, Weisman, 1979, Northouse, 1984, Northouse, 1989) 
In writing on the "plight" of the professional cancer 
caregiver, Weisman (1981) urges developing more self-monitoring 
and coping strategies for distress, saying "There is no reaction 
among patients that cannot also occur in caregivers." p. 165 He 
strongly suggests sharing concerns with colleagues, and 
attempting to make smaller more realistic promises as well as 
trying for smaller "contributions" to cancer patients. Goldberg and 
Tull, in their book, The Psychosocial Dimensions of Cancel 1983), 
concur with Weisman that caregivers need to lessen their isolation 
and get support for themselves, to ease the stresses of caring and 
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give more "opportunity for [the] extraordinary personal and 
professional gratification" (p. 173) possible in a variety of 
professions involving caring for cancer patients. This advice can 
certainly be used by non-professionals as well, as one means to 
get through to what is "extraordinary" and positive in supporting. 
Surely there is truth in both the accounts of devastation and 
also the accounts of profound fulfillment and love of life 
discovered in the more affirming addresses to the challenge. 
Perhaps the most germane question is what seems to determine 
the choice to let it be devastating or to make it an adventure in 
love and creative courage. 
A Language for Intimacy 
In the opinion of this author, much of the professional 
exploration and writing on support has lagged behind the popular 
literature. Social support is, by its very nature, a "grass roots" 
phenomenon. Most of the professional literature reviewed is 
characteristically objective in both the approach to the issues and 
in the language used to report the studies and ideas. (Bernie Siegel 
is a notable exception.) However, in discussing support systems, 
we are necessarily addressing very subjective experiences. Thus 
it would be more appropriate and informative to discuss our ideas 
and discoveries about support systems in a more subjective 
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human language. Furthermore, the professional literature, while 
making it very clear that subjective support systems are 
powerfully life-enhancing and life-prolonging, still does not 
describe the actual human experience of giving and receiving 
support. 
In order to find descriptions of the subjective human 
experience of truly life-enhancing support, we must draw upon 
the literature that speaks to such intimacy. Most noteworthy and 
germane to these concerns are the more philosophical 
considerations of Martin Buber, the transpersonal and spiritual 
advances in psychology addressed by such writers as Ram Dass 
and Stephen Levine, as well as the writings of Ken and Treya 
Wilber which provide psychological reflections on their own 
experiences with cancer. 
The philosophical considerations of Martin Buber, and the 
transpersonal and spiritual advances in psychology led by co¬ 
authors Ram Dass and Paul Gorman, Ken and Treya Wilber, and 
Stephen Levine people speak very directly to what is actually 
experienced by most supporters (and people receiving support), 
giving more of an idea of the resources upon which people draw 
in order to give support. They describe the possibilities for the 
intense connection between people that is found in support 
systems to be most nourishing to all parties. Martin Buber 
discusses what he calls the intensely connected "I-Thou" 
relationship possible between people. Ram Dass and Paul Gorman 
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speak to how we can liberate ourselves from isolation, toward this 
"I-Thou" connection as helpers of one another. Ken and Treya 
Wilber, and Stephen Levine speak to the possibilities for this type 
of relationship between supporters and cancer patients. 
Martin Buber;_"I-Thou" Relationship 
In this section the experience of intense connection and 
relationship in many cancer support systems will be described as 
arising from and being sustained by what Martin Buber (1958) 
describes as full "I-Thou" relationships. Although Buber did not 
write directly about the experience of cancer, he did write about 
the intense connection which arises in good or helpful support 
systems. 
Martin Buber was a Jewish mystic theologian and existential 
philosopher. In his book, I and Thou. Martin Buber writes of the 
essential importance, in the act of being human, of fully 
participating in what he calls I-Thou relationships. For Buber, to 
be fully human is to be fully in relationship. People can be fully 
themselves, fully "authentic" as the existentialists would call it, 
only in meeting "I" to "Thou", accepting each other, in love or hate, 
as truly human and unique. 
Buber takes the philosophically and psychologically radical 
stance of asserting that human identity is found not in 
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thoughts, not in intrapsychic processes, not in personalized 
feelings, but in relationship...The boundary of identity 
encompasses the relationship. To think of the "1" as a fixed 
personality is to envision only a small portion of "1". To 
envision myself wholly would be to include my relatedness 
to others, to human beings, to nature, to things. (Shandler, 
1985, pp 107-108) 
Cancer can be a powerful force in helping us meet in I-Thou 
relationships, cutting through the many trivial levels in which we 
can so easily consume ourselves. Buber writes, "The Thou meets 
me through grace — it is not found by seeking." (Buber, p 11) No 
one would seek cancer. And yet cancer gives a call that may be 
answered by the "grace" through which I and Thou meet. 
Cancer can actually urge intimacy, through its starkness, 
through its eliminating the unessential qualities of relating. It is 
not an uncommon scene of a loved one next to some one who is ill, 
with "nothing" happening but the relationship. "Duty and 
obligation are rendered only to the stranger; we are drawn to and 
full of love for the intimate person." {Buber, p. 108) Cancer can 
call for the intimacy which brings full relationship. 
The popular movie. Beaches, illustrates this in Bette 
Middler's powerful personal response to her woman friend as she 
is chronically ill and dying. It depicts the increase in the intensity 
of connection in their relationship. Life's time-limited realm holds 
new meaning for these two women as they are able to encounter 
each other in their deepening love. Confronting disease and 
death awaken immense positive power in relationships. 
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It is ironic that cancer, with its death threat, can provide 
the meeting-ground for relationship and thus life itself in Buber's 
sense. "I become through my relation to the Thou...All real living 
is meeting." (Buber, p 11) Cancer has the potential to provide the 
meeting which is real living. 
In face of the directness of the relation everything indirect 
becomes irrelevant. "(Buber, p. 12) Cancer can awaken one to 
relationship in which the cancer is decidedly irrelevant. It is the 
relationship, life in relationship, life itself, the pure pleasure of 
breathing and knowing that you're breathing — this very moment 
that is relevant. It is knowing the pleasure of others in your 
breathing, and others knowing the pleasure of you in your 
breathing that is relevant. Breath and life allowing relationship. 
Cancer can act as a force that alerts us to the magic of life 
and relationships. Buber writes, 
Believe in the simple magic of life, in service in the universe, 
and the meaning of that waiting, that alertness, that 'craning 
of the neck' in creatures will dawn upon you. Every word 
would falsify; but look! round about you beings live their 
life, and to whatever point you turn you come upon 
being.(Buber, p 15) 
Cancer can be the cue for one to turn and look around, to alert 
oneself to the simple magic of life, as a bird cranes its neck. In 
looking around and seeing in alertness, one must see and thus 
connect with something; in this connection of I-Thou lies life. I- 
40 
Thou relationships are "acts highly charged with presentness." 
(Buber, p. 18) 
One becomes more fully oneself in relationship, in giving 
and having the giving received. In fact, Buber argues that one 
cannot fully "be" without the consciousness of oneself that comes 
with being in relationship. We become conscious of who we are as 
we interact with others. Thus it is not just the relationship that is 
enhanced but also both parties within the relationship. For 
Buber, the parties don't fully exist outside of the relationship. 
Relating to another is not an act of lessening oneself. 
For Buber, also, the reality of Spirit, of God, is God-in¬ 
relation. God alone cannot be fully God, in fact cannot even exist, 
without bringing forth the world and its people with whom to be 
in relationship. 
You know always in your heart that you need God more 
than everything; but do you not know too that God needs 
you — in fullness of His eternity needs you?" (Buber, p 82) 
Certainly in illness, God is often evoked and remembered and 
God’s presence often strongly felt, as the full Spirit within each of 
us emerges more fully. Buber gives Jesus as an example of 
unconditional relationship, of living "I and Thou" in relation to God 
and humanity. (Buber, p. 66) According to Buber, for Jesus, 
relationship with people and with God was the essence of living 
and dying. 
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Cancer can provide an opportunity for a continuing 
enhancement of relationships: one knows the possibility that 
even the "survivor" may not live long and in this one can realize 
the preciousness of the relationship and one's desire for it to fulfill 
its potential. Real meetings and real living can continue to be 
touched more easily than before cancer entered. 
If only we love the real world... really in its horror, if 
only we venture to surround it with the arms of our spirit, 
our hands will meet hands that grip them. (Buber, p. 95, 
italics mine.) 
Fully meeting cancer means fully meeting those around us, as well 
as ourselves. If we follow the logic of Buber's thought, neither 
cancer, nor the cancer patient, nor those around the patient can 
exist separately. Realizing that we are inseparable can absolve 
and dissolve the horror of living with cancer. It can also serve to 
make us more fully human and provide us with the life-in¬ 
relation that can heal our human community. 
Ram Pass and Paul Gorman: How Can I Help? 
In their book, How Can I Help?. Ram Dass and Paul Gorman 
(1985) speak of helping others a a means of exploring a more 
expansive sense of identity, lessening us from our own "false" 
sense of isolation. They talk about the rewards of interconnection 
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and support for the caregiver. Rewards come to the supporter in 
their own personal growth and their experience of unity with 
others. The rewards themselves deepen the ability to provide 
support. Thus, once entered upon, a course of supporting someone 
can perpetuate its own energy and enable the supporter to 
continue to give. They write, 
We can, of course, help through all that we do. But at the 
deepest level we help through who we are. We help, that is, 
by appreciating the connection between service and our own 
progress on the journey of awakening into a fuller sense of 
unity. We work on ourselves, then, in order to help others. 
And we help others as a vehicle for working on ourselves. .. 
each step we take out of the illusion of separateness...will 
inevitably be a blessing to ourselves and all we are with.(p. 
227) 
For Ram Dass and Gorman, there are large intrinsic rewards in 
helping: 
The reward, the real grace, of conscious service, then, is the 
opportunity not only to help relieve suffering but to grow in 
wisdom, experience greater unity, and have a good time while 
we're doing it. (p. 16) 
There are times when "caring is reflex”, "the instinctive response 
of an open heart." (p. 5) "Expressing our innate generosity, we 
experienced our 'kin'-ship, our 'kind'-ness. It was Us. In service, 
we taste unity, (p. 6) 
Caring for one another, we sometimes glimpse an essential 
quality of our being. We...feel a little more at home with 
ourselves. We're reminded of who we really are and what we 
have to offer one another, (p. 7) 
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When we break through and meet in spirit behind our 
separateness, we experience profound moments of 
companionship. These, in turn, give us access to deeper and 
deeper levels of generosity and loving kindness. True 
compassion arises out of unity, (p. 20) 
Through unity our true compassion arises. 
The pleasure of the relationship is both the reward and the 
essence of support. Cancer — the sense of mortality, the 
realization that now is the only time we have — can be the 
catalyst for the ever-deepening spiral of giving and receiving. 
Ken Wilber;_Supporting a 'Loved Qng' 
Ken Wilber (1988), in writing of his experiences as a support 
person, speaks to some of the deeper questions of why supporters 
support and what enables them to do so. He writes that "the 
process involved in being a support person [to patients he prefers 
to refer to as"loved ones"] can be both painful and profoundly 
redeeming." (p. 141) He differentiates between short and long 
term support, saying that "inner satisfaction and outer gratitude" 
(p. 141) are easier come by with short term caring. In providing 
long-term care for chronically-ill loved ones, Wilber suggests that 
there is possibly in the experience "a profound and far-reaching 
change in attitude on the part of the support person...[a] "metanoia" 
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or change of heart and mind", (p. 142) The task can be 
profoundly redeeming" (p. 150), bringing deep inner satisfaction 
and the opportunity to "transcend" self-centeredness and the 
sense of being a separate self. For Wilber, this transcendence has 
its own intrinsic reward. He goes on, however, to say 
"Unfortunately, my experience is that the greater the redemption, 
the greater the pain that precedes it. Much grace seems to come 
only with much suffering." (p. 150) He quotes Mother Theresa: 
"Love until it hurts." 
In order to achieve this "redemption", it is necessary to 
learn strategies to "hang in" as a supporter. This involves being 
able to deal with the variety and depth of feelings that come up in 
care-giving. "The best way to handle these feelings is to talk 
about them, and I can't emphasize this too strongly — the only 
solution is to talk." (p 143) He suggests psychotherapy and 
joining a support group for supporters going through similar 
circumstances, in order to "work through resentment, bitterness 
and self-pity" (p. 153) that will arise. He also speaks of the 
necessity of surrendering to the unfairness of cancer itself, 
"making peace with fate" (p. 155) as the only way out of the 
torture the experience of living with cancer can be. He writes, 
"Fairness is a false god before whom you can torture yourself; 
what is, is - fair or not." (p. 154) He also suggests that 
supporters have to affirm and re-affirm, on a daily basis, their 
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choice to support. "This stops blame from piling up, and slows the 
accumulation of pity or guilt." (p. 157) 
For Wilber, the primary role of the care-giver is to be an 
"emotional sponge." "You don’t have to talk (there's not much to 
say that will help), or give advice (which won't help much 
anyway), or do any particular thing. You just have to be there, 
and breathe in their pain, fear or hurt - like a sponge." (p. 147) 
He goes on to say, "The crucial point...is simply to be present to the 
person, and not be afraid of their fear, pain, or anger. Just let 
whatever comes up come up. Most of all, don’t try to get rid of 
these painful feelings by trying to make the person 'feel better' or 
by 'talking them out of their worries." (p. 148) "The greatest 
help is not doing, but a simple being, a receptivity in which 
friends and family act like a sponge, absorbing for you the fear, 
anger and pain that you have absorbed from your loved one." (p. 
149) 
Treva Wilber: Life is Wonderfully Complex 
In her article on "Attitudes and Cancer: What Kind of Help 
Really Helps?", Treya Wilber writes about being "inspired" to 
organize The Cancer Support Community in San Francisco "because 
the kind of help and community that can be crucial during a time 
like this is often either missing or hard to find." (T. Wilber, 1988, 
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p 51) Knowing that the support offered would be "crucial" was 
the impetus to offer the support, and perhaps reward enough, in 
and of itself. Her own experience in being supported by her 
husband, Ken Wilber, throughout her own experience with cancer 
showed her how crucial cancer support can be: 
Ken has been by my side the whole time, helping me with 
the research and decision making, driving me to the doctor, 
holding me when fear threatened to engulf me, helping me 
keep my head above water with his jokes and kindness, 
simply being there for me in every way possible, (p. 50) 
She speaks of responding to the call to help as a 
compassionate and authentic response to "the web of relationships 
which nurtures me and each of us daily." (p. 54) In responding to 
the "you create your own reality" philosophy in which each of us 
is basically responsible to and for only ourselves, she writes 
We are all, thankfully, part of a much larger whole. I like 
being aware of this, even though it means I have less 
control. We are all too interconnected, both with each other 
and with our environment - life is too wonderfully complex 
— for a simple statement like "you create your own reality" 
to be simply true.(p. 54) 
In being authentic to life's reality and ourselves we are drawn to 
support, acknowledging our inherent interconnection and the fact 
that we can affect, if not create, our reality "This is closer to the 
whole truth; it leaves room both for effective personal action and 
for the wondrous rich mysteriousness of life." (p. 55) 
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Stephen Levine;_Bevond the Separate Self 
One's awareness and appreciation of one's self may emerge 
much more in the synergistic supportive relationship than in 
simple self-reflection. Stephen Levine talks about this when he 
writes 
the suffering that connects us with all suffering...the 'cosmic 
suffering’ that opens us into the universal and allows us to 
go beyond 'the separate self,' to touch the deathless within 
us all.(Levine, 1984, p v) 
Levine finds that many cancer patients and support people he has 
worked with have reported this connection as part of their 
experience. 
Stephen Levine speaks directly to the power of cancer as 
evoking the choice to enhance relationships. He speaks and 
writes of ways that individuals and intimate social systems can 
enhance the life of all through careful and caring responses to the 
diagnosis of cancer. In Healing Into Life and Death, in a chapter 
entitled "Relationships as Healing", Levine writes of meeting his 
wife at a workshop on death and dying he was giving. 
Ondrea had already had two operations for cancer and had 
come as a participant to broaden her understanding of death 
and to prepare. We have been together ever since...Though 
48 
we came together with the promise I would do all I could to 
be bedside with her when she died, our relationship 
expanded so rapidly that we very soon went beyond death. 
There was something too precious here not to offer all our 
energies into: a healing relationship...^ sensed in each 
other's energy the possibility of wholeness. In each was a 
perfect mirror for the other's holdings and the potential of 
our letting go into love, into life. (Levine, 1987, p. 253, italics 
mine) 
As the years went by, the deepening of their connection 
with each other expanded until 
in a sense she, we were no longer healing for ourselves but 
rather for the union of beings. One might say that the 
selfishness went out of it and with each level of deepening 
awareness and healing, the possibility of such union became 
more distinct in the increasingly experienced, undefined, 
interconnectedness of the gut. And the committed in¬ 
breathing of the other's suffering into the shared heart. 
(Levine, 1987, p. 253) 
Stephen and Ondrea learned to "go beyond the mind of separation 
to the heart of healing." (Levine, 1987, p. 253) 
Levine's message is that whether one lives or dies, there can 
be a healing of the heart(s). In recognizing that there can be 
healing for the dying as well as for the living, for the sick and the 
"well", Levine expands the power of the healing relationship and 
the power of the relationship in healing. The chapter on 
relationships as healing ends with a guided meditation in which 
two people (wonderfully unspecified as to who might be sick or 
healthy) take turns giving and receiving healing energy. 
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Two hearts sitting in a healing circle. One sending love, 
allowing love to be transmitted. The other receiving it, 
allowing it to enter deeply into any area of holding or pain 
in the mind/body. 
One person directing healing into another. Letting the 
heart make contact through soft eyes, hearts are joined in a 
healing contract. Each healing in the process. 
One directing love. Another drawing this love into the 
unhealed. Both healing. (Levine, 1987, p. 257) 
And, after the reversing roles of ""sender" and "receiver": 
As our eyes meet, we see there is not one who is healer and 
another who is to be healed but just a healing of the pain we 
all share in the heart we all have access to. (Levine, 1987, p. 
259) 
In Meetings at the Edge (1984L Levine writes about 
working with a woman named Dorothy as a part of the free phone 
consultations, offered through the Hanuman Foundation Dying 
Project. Dorothy’s nine-year-old daughter was dying of 
lymphoma. Dorothy was very hesitant to talk to her daughter 
about what was really happening. When the daughter asked 
questions such as, "Mom, I am really pretty sick, aren't I?", 
Dorothy reply was a circumspect, "Little girls nine years old don't 
usually get so lumpy." 
Dorothy goes on to say that "At this point I would like to try 
and remain as normal as humanly possible." To this Levine 
replies. 
What do you mean by normal? Isn't the sharing of this grief 
normal under the circumstances? Mightn't it open a deeper 
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contact between you two, a healing of the confusion and 
isolation which is so frightening for you both? Truly, you 
can t go through the door with her, but you can accompany 
her more fully to the threshold. (Levine, 1984, p. 4) 
Levine advises Dorothy to 
allow the heart s armoring to melt. There is a vastness you 
share with your daughter. An edgeless unity with her, and 
all that is, which can be discovered when the heart allows 
itself to be tom open. (Levine, 1984, p. 4) 
Levine goes on to assure Dorothy, 
that her essential connectedness with her daughter would 
become apparent beyond the ancient barricades which had 
so often kept her separate from the moment...[He tells her 
that] if pain made a sound, the atmosphere would be 
humming all the time. What you are sharing with your 
daughter now is being shared by tens of thousands of other 
beings at this very moment." [Dorothy replies] I can't talk 
much now, my chest hurts so, but in my heart I hear my 
daughter saying "thank you. ' (Levine, 1984, p. 5) 
Such deep connection is its own reward. 
Need for More Research 
Over the last decade, there has been an unmet call for more 
research in the field of social support. In addressing the 
symposium on "Family Dynamics, Family Therapy, and Pediatric 
Medical Illness," (1980) Sargent noted that although "we are 
developing a coherent appreciation of what families experience...a 
further question which must be answered is, 'How is this 
accomplished?' (p. 181) 
Bloom (1982) points out that, although there is more and 
more empirical evidence that social support improves health 
outcomes, the process by which this occurs is little understood. He 
asks, "Are we any closer to knowing what social support is and 
what is 'supportive' about support?' (p. 129) According to Bloom, 
only with "an understanding of what social support is and the 
process by which it operates...[will we be able to] facilitate the 
development of (a) methods for defining individuals at risk, (b) 
ways to mobilize resources for individuals and groups defined to 
be at risk, (c) alternative sources of social support, and (d) cost- 
effective ways to provide such support to the cancer victim and 
the family." (p. 146) 
Dunkel-Shetter (1984) notes the "paucity of studies on 
specific natural helping behaviors as opposed to general and 
abstract assessments of support availability" (p. 81) She 
continues 
We do not know very much about what support is, who can 
best provide its different forms, which aspects of 
adjustment it influences, through what mechanisms or 
causal processes it operates, why support is not always 
provided, and finally, how attempts to be supportive fail or 
even sometimes contribute to stress...our knowledge is quite 
meager. One strength with respect to research on cancer is 
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the interest among health professionals who bring direct 
experience with patients to bear in the research process. 
Natural support processes are instructive to observe and can 
be extremely difficult to quantify within the requirements 
of rigorous research." (p. 92-93) 
In her research on "the family cancer experience" Thorne 
(1985) concludes that what may be most helpful is "re-evaluating 
our assumptions about what we think is best for cancer families, 
and helping families rediscover what is best for themselves." (p. 
290) The eight families in her study "argued the success of 
dramatically discrepant strategies toward accomplishing similar 
results." (p. 284) Thorne writes, "It seems that the effort to 
distinguish generally effective from generally ineffective coping 
strategies represents an overly simplistic approach to a complex 
experiential phenomenon." (p. 290) 
Stuifbergen (1987) speaks of the "limited research to date" 
and the fact that "it will require a substantial body of research to 
explicate the complex interrelationships among family process and 
structure variables, illness, and family functioning." (p. 50) 
In reviewing 17 intervention studies involving social 
support affecting health, Cwikel and Israel (1987) conclude. 
It is apparent that the use of social network and social 
support concepts is considerably more complex than earlier 
research suggested. This complexity is reflected in the 
diversity of, for example, types and sources of social 
support, need for and satisfaction with social support, types 
of illness applicable for support interventions, and types of 
program strategies involving social network 
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concepts...Furthermore, in order to obtain a clearer, more in- 
depth understanding of the processes by which social 
network interventions have what effects, greater emphasis 
needs to be placed on careful observation and 
documentation of what actually occurs in a given 
intervention, and allowing participants themselves to 
describe the experience and its effects." (p. 180) 
This series of interviews and the ensuing discussion is a 
contribution towards understanding what is useful in support 




Design of the- Study 
This study is a "qualitative" study relying for data on in- 
depth interviews, used in qualitative studies to provide a 
richness of data about complex experiences. Qualitative research 
methods were chosen for this study because the purpose of the 
study is to provide rich data about the complex experience that 
comprises support systems for cancer patients. Conclusions are 
not as important as data: it is hoped that, from the data 
provided here, people entering into support systems can better 
reach their own conclusions about how best to proceed in their 
particular case. 
The limitations of quantitative data derived through 
questionnaires has been shown ( Morgan and Smircich, 1980, 
Patton, 1986). Although explicit and narrow focuses can be 
addressed through frequency counts and percentage tables, the 
deeper and more intricate questions were shown to remain 
unanswered in quantitative research. Questions such as "how 
many" and "what kind" do not give information concerning the 
detailed perceptions and meanings which participants brought to 
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their experiences. It is these perceptions and meanings which 
were sought in this study. 
For the proposed study, focus group" interviews were 
used. "As a qualitative method for gathering data, focus groups 
bring together several participants to discuss a topic of mutual 
interest to themselves and the researcher." (Morgan and Spanish, 
1984, p. 253) 
Data was collected primarily through "focus group" 
interviews in which cancer patients and their support people, 
together as a group, were given an opportunity to elaborate on 
their experience of supporting and being supported. Focus group 
interviews were used for the following reasons: 
1) The interview method closely parallels the subject being 
studied, namely, group process and interactions between people, 
and thus has more potential for revealing the "support" process 
during the group interview. "The major advantage of focus 
groups is that they offer the chance to observe participants 
engaging in interaction that is concentrated on attitudes and 
experiences which are of interest to the researcher. " (Morgan 
and Spanish, 1984, p. 259) 
2) Interviewing people in a group offers the possibility of 
richer material as individuals compare and contrast views as well 
as elicit additional information from each other. This information 
may not have been elicited by the interviewer alone. 
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3) The process of the group has the potential to evolve the 
meaning for participants of the experience of the support system. 
This process adds to the richness of data. It provides an 
opportunity for participants to take their differing individual 
experiences and attempt to make collective sense of them. 
(Morgan and Spanish, p 259) 
Description of Subjects 
Six cancer support systems (comprised of cancer patient 
and supporters) were interviewed. Twenty-six subjects in all 
were interviewed. Supporters were chosen according to the 
following criteria: 
1) The cancer patient considered the person to currently be, 
or to have been a central part of their "personal" support system. 
2) She/he was willing to be interviewed, and to be part of 
this study. 
The cancer patients were chosen according to the following 
criteria: At the time of diagnosis 
1) They were not told they would die in the immediate 
future (as with cancers which have taken over a vital organ, e.g. a 
pancreas) or live to life's maximum expectation (as with some 
skin cancers which can easily and completely be removed). This 
can be considered to be a mid-range of life expectancy. 
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2) They were twenty-five to sixty-five years of age at the 
time of diagnosis. Support systems formed around younger or 
older cancer patients are often quite different, in part due to a 
different view of the cancer itself. A diagnosis of cancer is 
usually seen as extremely unfair for the young and not as unfair 
for the old. 
3) They could identify a support system that they 
described as having been a "good" one. 
For names of potential cancer patients to interview, I asked 
the Oncology Department at Franklin Medical Center, Greenfield, 
Mass, and Dr. Barry Poret, of Deerfield Valley Internists, also in 
Greenfield. In addition, I interviewed people I already knew 
who fulfilled the above criteria. 
The Interview 
The interviews took place in two stages. The first stage was 
on the telephone or in person with the cancer patient in order to 
explain what I was doing, to establish trust, and to ascertain if 
the cancer patient felt that she/he has/had a "good" support 
system. An additional purpose of this initial meeting was to 
identify support people who might be appropriate to join the 
group interview. The second meeting was the focus group 
interview session, with the cancer patient and as many of her/his 
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support people as possible. Participants were encouraged to call 
or write me individually if they had anything they would like to 
add that did not come out in the group interviews. 
Cancer patients and their support systems were invited to 
tell their story in whatever ways were authentic for them. 
Participants were encouraged to compare and contrast views as 
well as elicit information from each other. Concrete illustrations 
for points being made were requested throughout the interview. 
Discussion was directed, as needed, by the researcher to cover 
the following topics: 
1. Description of the support system — who was included and 
why. 
2. Cancer patient's description of the support received (what was 
most important, what was needed and how it was gotten, etc.). 
3. Supporters' descriptions of the support they gave. 
4. Specific ways the support system was helpful and unhelpful. 
5. Hardest/easiest things for cancer patient in being supported. 
6. Hardest/easiest things for supporters in being supportive. 
7. Irritations, problems and difficulties encountered and how 
they were/were not overcome. 
8. What supporters drew on from within themselves or their 
own support systems to enable them to support the cancer 
patient. 
9* Suggestions for others forming and using cancer support 
systems. 
10. What learnings (about self, others, relationships, groups, etc.) 
have come from the experience. How these learnings have 
generalized into other areas of life. 
11. If you were to write a story about this support system, what 
the title of the book might be, and what the chapters might be 
called. 
Reporting and Processing the Data 
Each interview was transcribed and edited by the author. 
In editing the transcript, the researcher sought to maintain the 
integrity of each interview in terms of content and style. Every 
transcript includes more than fifty percent of the original tape- 
recorded interview. Omitted material was considered repetitious 
or irrelevant. Though minimal, there is some rearrangement of 
topic chronology within the interviews. The purpose of all 
changes was to aid the flow and understanding of the dialogue 
without detracting from or altering the subjects’ intended 
meaning. 
A profile for each support system was developed, consisting 
of an introduction, edited transcript of the interview, and a 
description of the various themes that emerged from the 
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interview. The profiles were sent to each of the participants for 
the verification of their accuracy and inclusiveness. 
Deriving the themes from each interview constituted the 
first step in analyzing the data, a step which is crucial according 
to Patton: 
A classification system is critical; without classification 
there is chaos. Simplifying the complexity of reality into 
some manageable classification scheme is the first step of 
analysis [in qualitative research], (p. 300) 
The inductive analytical approach was used in this 
research: the themes emerged directly from the interviews and 
the discussion that followed was based directly on these themes. 
This method of inductive analysis, as used in qualitative research, 
is described in Patton's Qualitative Evaluation Methods as follows: 
Inductive analysis means that the patterns, themes, and 
categories of analysis come from the data; they emerge out 
of the data rather than being imposed on them prior to data 
collection and analysis. The analyst looks for natural 
variation in the data. (p. 308) 
In the final step of processing the data, the six profiles were 
analyzed for common patterns and themes, as well as special or 





Alice Epstein, Seymour Epstein, Lisa Epstein, Marty Epstein, 
and Lynn Robinson 
"How could you have a mother like that and then not give 
when she needs help?" — Lisa 
"What is the essence of the healthy love relationship? I 
think it's accepting the person for who that person is, and 
delighting in that person's growth." — Sy 
Introduction 
Present for this interview were Alice, her husband, 
Seymour, their two daughters, Marty and Lisa, and Lynn 
Robinson, Lisa’s friend since childhood as well as a "family friend." 
Alice is the author of Mind. Fantasy and Healing, a book about her 
own healing from cancer. Sy, married to Alice for forty years, is a 
psychologist and professor of psychology at the University of 
Massachusetts. Marty is a market research manager, Lisa is an 
interior designer and Lynn has a private practice in which she 
gives psychic readings. Alice had been diagnosed five years ago 
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with kidney cancer that had spread to the lungs and given three 
months to live. 
When I arrived at their house, I was welcomed warmly at 
the door by Alice, was told that the family had just finished lunch 
and was offered tea. As I was ushered in, I was struck by the 
attention with which each person greeted me as I was introduced. 
This was not a shy family; everyone looked me straight in the eye 
and walked right up to greet me. I soon found that this group also 
knew how to focus. They focused in for the interview, just as they 
had focused in to help Alice heal. As we gathered in the 
livingroom, I was told that the daughters had only a limited 
amount of time before they had to leave and that they might have 
to leave before we were done. As it turned out, with the kind of 
focus this family brought to the subject, the time everyone had 
was sufficient . Alice immediately began to talk about her 
experience with her supporters, almost before I could ask a 
question. The cookies I had brought were forgotten. 
This was a very "easy" interview for me in that I did not 
have to work to keep people on "topic" and did not have to "dig" 
for information. The group itself kept the ball rolling. I would 
steer toward a particular topic, and the group would take it up 
and discuss it among themselves. When I had trouble 
remembering people's names, Marty wrote them out and placed 
them on the floor in front of people, owning her role as a good 
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organizer. She also brought in the kleenex that was passed 
around as eyes teared. 
I was struck with the directness with which people spoke, 
not only of their own experiences but of their impressions of each 
other. There was teasing and laughter as well as seriousness and 
tears. The attention given by each speaker to a topic was matched 
by the attention given by the rest of the group to listening. 
Somehow each person's eyes remain in my mind as I write this -- 
eyes seemed never to be down, but very focused on the speaker 
or on me as I asked a question. Eyes seemed very wide-open, 
bigger than usual. 
Alice said that they had never had an opportunity to 
"debrief" as a group and that this was a very welcome 
opportunity. Some impressions that people had of what had 
happened were news to her or to each other, and people 
welcomed the news. This also was a time to affirm their love and 
support for each other, as well as to praise each other for the 
tremendous efforts all had made. The children, in particular, 
showed tremendous pride for their parents in what they had been 
able to do. They had already left home at the time of Alice's 
diagnosis with cancer, and felt that the main support came from 
Sy and that the main changes came from and to both Sy and Alice. 
This tremendous ability to grow and change in order to heal 
comes out in the following interview. 
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The Interview 
Margaret - Alice, could you please describe your support system? 
Alice - The support system that we have here is the basic support 
system. It primarily consists of our children, Marty and Lisa, and 
Lynn, Lisa's dear friend and our family friend. There are also 
others in the support system. I would include Sy’s sister-in-law 
and her 3 children. They were very active in my support system. 
Then at another step beyond, were our friends. Several of 
the members of Sy's department and several personal friends who 
did more 
than just be good friends. They went out of their way to invite us 
over, to have me out for lunch, to take an active role as support 
members in the way they could be most helpful. For instance, Erv 
Staub, in Sy's department at the University and his wife, Sylvia. 
They were very involved in helping. Their first reaction to 
somebody in trouble is to help, to reach out and invite us over, to 
talk with us, to engage us in conversation about the situation and 
discuss what is going on with me. That was very, very helpful to 
me. Then others would just call more often, would ask us to come 
over more often in a very informal way, to take walks with us, for 
instance. So that was the outline of the system. Sy, what would 
you say beyond that? 
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Sy - I think it's not evident what the degree of commitment was. 
It has to be understood, in terms of Alice's feelings, which were, 
very irrationally, feeling unloved. I mean she knew it wasn’t right 
but still she had that feeling. What was very touching was the 
way people bent over backwards to make it very clear that she 
was very important to them. My nephew, Stu, for example, wrote 
a long, intimate letter and said she was one of the most positive 
factors in his childhood and that she had done so much for him 
that he would like to repay her by doing anything he could for 
her. She did get that tremendous involvement that wasn't a 
perfunctory thing. People really reached out and it was obvious 
that they cared a great deal. 
Marty - I think you have to understand our mother. She had 
been sort of the classic mother, in a sense, giving of herself to 
everybody. She always put her needs second in trying to take 
care of everyone and making sure they had everything they 
wanted — from having exactly the food you liked to driving you 
to this and that place. She always went out of her way. I don't 
think that it was unappreciated. We always appreciated it, but I 
don't think she was ever in a situation where she was the one who 
needed things desperately from people. There were a lot of 
people that she had always dealt with that way, who felt very 
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strongly about returning that kind of affection and caring, because 
they had been very touched by her. 
Alice - I think my support system was very unusual in that 
respect. Starting with my husband, who acted as co-therapist for 
me. I had absolutely an unusual amount of support for any one 
person to have. Lynn is a very good friend and brought me 
information that I wouldn't have had except for her. She brought 
me information about Bernie Siegel before Bernie Siegel was 
famous and brought me tapes that were very important in the 
beginning of my healing. Then there's Marty, who was here every 
weekend and helped us search out medical procedures. Then Lisa, 
who is very knowledgeable about Eastern philosophy and about 
healing processes. She wrote me a special affirmation and sent 
me very great important central references that I used in my 
healing. So these were very unusual support people. Besides that, 
giving me tremendous love and affection. Demonstrating great 
love and affection - from my husband, and everyone. So these 
were really support specialists I would say! And each one gave 
me something very special. Stuart, who Sy talked about, was also 
very knowledgeable about Eastern healing philosophy. He wrote 
me letter after letter week after week just taking me along in 
what he had learned and teaching me. Anna, his sister, did the 
same. So each person brought me not only physical and emotional 
support, but their knowledge. So I had an incredible reference 
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list, so to speak, of information. That's the unusual part of my 
support system, I would say. 
Marty - One other thing, I remember very early on when this 
happened was a decision point of whether to let people know how 
sick Mom was. This is my recollection. My mother and father 
decided they were going to tell people how sick Mom was and that 
she had cancer. I'm so glad we told people because once people 
knew, they could help. People couldn't help if they didn't know 
help was needed. 
Sy - We had none of the business of shunning Alice because she 
had cancer. There was a tremendous involvement and reaching 
out that was very nice. We were really concerned that people 
were going to treat her differently. She was concerned. But they 
didn't treat her as someone to be avoided. They treated her in a 
way to show how much they cared. The did treat her differently, 
they reached out more. But not as helping somebody who 
desperately needed help because she was inferior in some way. 
Mainly to show how much they cared about her. 
Alice - I did go through a short period of wanting to just close my 
self in. But all I needed was just a little push. Everybody just sort 
of came to me. They didn’t ask what they should do. They just 
said, "This is what you’re going to do and this is what I'm going to 
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do for you!" I remember that very distinctly. I really didn't have 
any choice after a while, they just sort of took over. But all I 
needed was just that little push and then I took over. 
Margaret - Could you have said no? 
Alice - I could have said no but I didn't want to. It was clear that 
this was what needed to be done. It wasn't done in any kind of an 
intrusive way. I remember Lisa saying to me, "I'm not waiting for 
you to die. You've got to do something about it." It was an 
interesting approach to it. She was telling me her needs. I 
certainly did respond to that. I think perhaps people responded 
to me constantly,because I became very open. I did change that 
way. I have always been open but I was really, really, open. 
Sy - But you were not receptive to people helping you before. 
Alice could do for others but she did not want them to reciprocate. 
Marty - Well she did, but she didn't. She ultimately did but she 
would kind of give you the signals that you're were not supposed 
to. In some ways it was almost like before you couldn’t truly 
accept that love and attention. I think that was as instrumental in 
your healing process as anything. You finally allowed yourself to 
accept the love. You were in a situation that you had to. You 
actually had a lot of it around and you could finally absorb it. 
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Alice - Yes, exactly. I always felt it was my job to give and I was 
not good at taking. That's very true. This experience has made 
me different and it has been a lasting change. Of course, that's 
been part of my whole therapy too. Not everyone with cancer 
goes through a year of intensive psychotherapy. My family came 
to me and sort of gave me this wonderful beginning. And then I 
just took it from there. It was very clear what I needed at that 
point. 
Margaret -What allowed this change? 
Sy - The beginning I think came out of the crisis of having cancer. 
You know, no more bologna. We don't have any time, you can't be 
defensive. We've got to take an entirely different approach to 
things. There's no time for fooling around! That was my attitude 
and it was also her attitude. It was a life or death crisis and she 
knew very well that there had to be very important and dramatic 
changes. So instead of protecting herself she decided she was just 
going to change herself and live in the world differently. Not 
leave any opportunity unexplored. She didn't know if she'd make 
it but she was going to give it everything she could. 
You became incredibly open, not only to love but to ideas. 
Some of the ideas seemed way out to begin with. Alice was just 
open to anything. She would explore any idea no matter where it 
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came from. And so therapy became acceptable to her, whereas it 
hadn't been before. The therapy accelerated the process, but it 
wasn't the beginning of her openness. 
Alice - The way people approached me motivated me to really 
want to live for myself. That was very important. There was 
never anyone who approached me in a way that I couldn't accept. 
I just thought people were absolutely wonderful. What I loved 
was, each person did his or her own thing. Some people would 
bring something to eat. Some people would just come on 
afternoons to visit. 
Marty - There's another thing that’s really critical. My ex- 
husband's mother developed cancer and died of it about one and 
one half years after that. We suggested to his mother a number of 
the types of things that my mother did. She was a very different 
person, not as open to things. The other thing that was critical 
was that her husband, who was her main support system, was not 
open to changes at all. I think one thing that let this take place 
was everybody here was so committed to Mom being well and 
living that any change was fine. We were very willing to give up 
the old Alice for whatever new Alice would be if that would make 
her healthy. 
We’re very open to these other things also. I don't really 
consider myself a very spiritual person and neither is my father. 
A lot of my mother's healing to her, I think she describes in 
spiritual terms. That was O.K. I would certainly never, never 
question that or make fun of that. If that was working for her that 
was wonderful. If my mother wanted to do something, if it 
helped and made her feel better, then fine. She had everyone’s 
support to try anything and she's become a different person. I 
think, at least with my father-in-law, he didn't want his wife to 
become a different person. He would rather have her die, in a 
sense, than have that happen. It was too threatening to the 
relationship. My father especially gets a lot of credit. There were 
points where the change was uncomfortable, for all of us, but he 
let my mother just be who she wanted to be. Having that 
understanding with all of us was really critical. 
Alice - It was essential for me. 
Sy - Yes, I think that was awfully important for her. What came 
across to Alice is that she could go in any direction she wanted 
and all of us would completely support her. 
Alice - I suspect that's unusual and I suspect it's a very important 
aspect of the healing. I really did have complete support. 
Lisa - Beyond the emotional family support, I know that we had 
something that I also think was very meaningful. We all come 
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from either a spiritual or philosophical or psychological 
perspective. With any one of us it may be a little more one quality 
than another, but we all have a great understanding of how 
thoughts and emotions and belief systems create the reality we 
experience in our lives. Lynn and I for a long time have been 
very involved in different spiritual practices and meditation and 
spiritual healing. My father of course is a psychologist and has a 
whole life of being involved in that realm of things. So you had 
such a unique experience in that I don't think any of us had any 
doubt that there was at least a possibility that you could beat it, 
that you could completely transform yourself and that you could 
completely cure yourself. I think that's very unusual. We didn't 
know if it would happen but we all knew very deeply that it was 
possible and that we would all give it our best shot. 
Sy - I felt that it was extremely unlikely that she could beat it. 
But I did feel that the psychological approach was the most 
plausible one. I felt the odds that it would succeed were very tiny. 
But I felt it was in the realm of possibility. I had to make my 
peace with accepting your death in order to make myself most 
helpful. I had to come to grips with it and know that I could deal 
with it. Having done that, I could completely apply myself to 
being as helpful as I could. I felt, damn it, we'll do everything we 
can. 
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Alice - You didn't tell me that you didn't think I had much time 
(chuckle). I thought he really thought I had a lot of chance! I 
thought everybody else thought so too. 
Lisa - I remember having a similar feeling to Dad. I certainly 
didn't want you to die but I felt that if it happened, I knew we 
would all live through it. I think that's an important 
understanding to have in order to be able to mobilize to help 
someone. If you're in a lot of psychological pain yourself and in a 
lot of conflict you can't be supportive and respond to somebody 
else. 
Alice - People never brought me their personal problems or their 
own psychological pain. They didn't compound any problems that 
I had by their own hangups. I had no idea about their working 
through their fears about my dying. I had to worry about no one 
but myself for the first time in my life. 
Marty - I came up here as much as I could just so she didn't have 
to worry about the house or doing things for Dad. 
Alice - You did that every weekend and it was a tremendous, real 
support. A physical support, yes, and it was incredible. But there 
wasn't just freedom to sit down and watch television. There were 
expectations from my family for me to actively heal myself. That 
was an inspiration. 
They didn't let me just sit around. That they would not have 
tolerated. I needed just a little bit of a push and then I just took 
off on my own. 
Lisa - I know I wasn't ready for you to die and I knew that I 
could not at any level accept for you to give up. That was almost 
more horrible to me than you dying. I was willing to do whatever 
was necessary to inspire that in you. I wasn’t the only one. Every 
single person brought their own inspiration and their own 
contribution. Then you took off with it. You had that within 
yourself as well or it wouldn't have worked. 
Alice - No one ever talks about this particular aspect of it, and it's 
interesting for me to hear this. But remembering it, that was very 
true. There was freedom, but there were expectations. 
Sy - We're talking about the support for Alice, but her own 
dedication was absolutely fantastic. She completely immersed 
herself for the first time in her life. She said. I’m putting myself 
first. She did everything she could to deal with the cancer: 
meditating, visualizing, psychotherapy. 
Lynn - I remember just admiring you so much. It really didn’t 
ever occur to me that you weren't going to make it. I don't 
remember ever doubting that you were going to make it. 
Working at Interface, I'd been imbued in that culture where belief 
systems are known to be important. So it was a real possibility 
for me that you were going to turn it around. It never even really 
occurred to me that you were going to die. 
Alice - The things you sent me, you expected me to read and to 
listen and I did. 
Lisa - Reading what Lynn suggested and listening to her tapes was 
the first sense that there was a way of turning this around rather 
than just accepting the diagnosis of cancer and death. I think it 
was crucial to know that there were other people out there who 
really believed you could turn it around. 
Alice -Yes. I got this information at a very crucial time. 
Information of possibilities. 
Sy - Those tapes were wonderful. I remember listening to one by 
Stephanie Simonton when driving in the car, and this opened up a 
possibility we hadn't heard of before. She made a very convincing 
case that psychological and spiritual factors could be important. 
You know we were searching because there just didn’t seem to be 
any treatment of any kind. This opened up a 
possibility. 
Alice - It was just the beginning of this whole movement. Now 
there are 
at least twenty-five books that people can read. It was a very 
important 
time for me. 
Margaret - What convinced you that the psychological approach 
should be used? 
Alice - Sy just insisted that this was it, I was going to have 
therapy. 
Sy - It wasn’t that one approach. We were just looking for any 
approach. As I read and learned about some of the research that 
had been done, starting with the Simonton book, it seemed to 
make sense. If she could turn herself around, if she could affect a 
dramatic personality reorganization then her body might well 
respond. I found it convincing that the healing system is 
connected with the emotions and therefore with the way she lived 
in the world. So it seemed to me that was by far her best shot. 
Previously we had done quasi-therapy sessions, but we'd always 
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reach points where conflicts would arise between us, or where she 
just didn’t want to continue and said, well, we’ll get at this some 
other time. I felt we couldn't equivocate any more, that this had to 
be an absolute all out effort. Of course, there could be all kinds of 
limitations in doing therapy with just me, so she needed her own 
therapist which she found. Besides, with two therapists, there can 
be a hell of a lot more time devoted to it. 
Alice - For the first two months, I'd meet twice a week with my 
psychosynthesis therapist and with Sy really every evening. I 
had never really been in therapy before. 
Sy - In talking with Alice what seemed incredible to me was that 
she felt unloved. I felt I would have to make an effort to kind of 
overwhelm any sense of doubt. So I became much more 
physically demonstrative than before, with a great deal more 
hugging and trying to reach her in the most fundamental way I 
could think of. Just holding her and telling her I loved her. 
Before, I might have thought it but with the busy work of 
everyday affairs, I wouldn't express it as much. But now I 
became very, very openly expressive. 
Margaret - Were there any difficulties or problems you had to 
overcome? 
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Alice - I did have trouble when I felt I was well and I wanted 
people to withdraw as support people and let me go back to being 
normal. There was one person, who was very, very helpful at one 
time but wouldn't give up the role. Everybody else here gave up 
the role perfectly. It was obvious that I didn't need it any more. 
They just gracefully withdrew and began to treat me like a 
normal person again. 
Lisa - I remember when you wanted someone to go with you for 
an examination in New Haven. I said I would go with you but you 
didn't want me to necessarily be the one. You thought there 
might be some major decision made. You looked right at Daddy 
and you said, "No, I want you to be with me. You're the one I 
want with me." I'd never seen you be that direct with someone. It 
was shocking for me because I realized your relationship 
transformed right in that moment. This was a new kind of 
interaction between the two of you. That was a big turning point. 
I’ll never forget that. It is emblazoned in my mind. 
Alice - Again, it was my complete separation from the way I had 
been before. That was looking out for other people, not imposing 
on people. 
Margaret - Did you see this as a turning point in your 
relationship? 
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Sy - It made a very big difference because it made life much 
easier 
for me. It was much harder to adjust to Alice as the totally giving 
person, which was a pain. I often told her that. Because I 
wouldn't know where 
she stood on things. The other way, I can say, "Yeah, I'll do it or I 
won't do it." When she wouldn't let me know what her feelings 
were then there was no security that I had in terms of doing 
things that were right by her or not. 
Alice - Sy and I had some very dramatic sessions between 
ourselves. We had to own up to our differences and handle them. 
Especially about how to love and be loved. That was a real issue 
for me. There were times when we had to get that all 
straightened out. And as I began to change, issues did come up. 
Marty - There was a point between you and Daddy, when I was 
not sure that you. Daddy, were keeping pace with her. You were 
out of synch. I remember saying something like, "I have faith 
that Daddy will catch up with you." I knew he would. 
Sy - What was that?! (much laughter) 
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Marty - It's a psychological impossibility for things to change 
dramatically and to not experience any period of adjustment. 
You’re not an objective observer. (Sy laughs.) You're much more 
open now and much more accepting. You may not agree with 
something but you're much more accepting of other possibilities. 
You've definitely changed a lot. 
Sy - So you re saying that I must have grown from the experience 
too! (laughter) 
Marty - In some ways I don't know that you. Mom, would have 
gotten better as quickly, if Daddy hadn't been able to grow with 
you and make the adjustment. You definitely deserve credit too. 
I think you have to realize that Daddy. That you did grow and 
you did change. It's obvious to see in Mom because her life was 
on the line and her transformation was very extreme, but you did 
also. Please give yourself the love and credit for that. All of us 
can see that. So don't just take it in a negative way. 
Sy - I don't deny that I grew to be better enlightened, (laughter) I 
was not aware of any adjustment difficulty but I'll accept the 
growth, (more laughter) 
Probably the most dramatic thing in terms of challenge to 
me, was your mother's involvement, not in spirituality so much, 
but in religion. That was a difficult adjustment for me as a 
complete atheist, but I completely supported her all the way. I 
had no problems with it because my whole orientation was, if this 
is what she needs, that’s what I will support. That's why changes 
in her were not destructive to me. I derived pleasure in seeing 
her become more assertive. I knew she had to grow in ways that 
would test me, and that was fine. I don't deny that I’ve grown 
and changed from 
it. It was not a threat to me to see her change, it was a joy and a 
relief. A kind of, "right on!" I was thinking, "If you oppose me, 
terrific!" I wanted to do everything I possibly could for her 
because she's the most important thing in my life. 
Margaret - What was the hardest thing for you in supporting? 
Marty - Initially at the beginning you just don’t know what to do 
because 
you've never been in a situation like this before. That's hard. You 
don't 
know what will really help and you don't know if the person 
wants to talk about it. I also felt awkward because the kind of 
thing that helped my mother the most was her therapy and this 
kind of venture into spirituality and meditation. That's a realm I 
can't help with. I just don't know how to help. That was hard 
(crying). I didn't have anything to offer. It’s like trying to reach 
something on the shelf and I tried to get it for you but I couldn t. 
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You kind of feel like you can't ever give the person what they 
need. 
Alice - But that's it. Everybody gave what they did best. Marty 
was the one who comes in and helps. She is the physical support. 
Marty -Yes, I’d come in and visit and try to take care of the house. 
I mean I love her, but beyond that I just didn't know what to do. 
Alice - You did everything that you needed to do! 
Margaret - Are there any times that were difficult for you helping 
your 
mom, Lisa? 
Lisa - I think the hardest part was that things would just happen 
out of the blue. We thought you were going to have another 
operation and everything was going to be fine. The next thing we 
knew you had three months to live. I really remember that it was 
almost something that was incomprehensible to me. It was so 
shocking. It's a struggle to support someone at the beginning 
when you yourself are in shock and despair. I had to be strong 
and come to grips with my own fears and terrors and rise to the 
occasion. 
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Margaret - What enabled you to rise to the occasion? 
Lisa - How could you have a mother like that and then not give 
when she needs help? I don't think there was ever even a 
possibility of not helping for either of us. This transformed my life 
too. I think we all were so inspired by tales of your therapy and 
the things that you would tell us of these inner journeys that were 
going on. I remember one day in particular when you said very 
specifically that, at this point in your life, the main thing that 
mattered was that you followed in your process and that whether 
you lived or died, or how long you lived at this point, was almost a 
moot point. Because you were so engaged with finding your own 
home and exploring your inner self. That really inspired me and I 
went and found myself a psychosynthesis therapist who I actually 
ended up working with longer than you did. I stayed with her for 
two years and this whole process, really transformed me in a way 
I don't think I could have imagined. I feel very grateful for that. 
So it was strange - you give something and in a strange way it 
comes back and gives you something. Just having you alive and 
well and here with us is the most incredible gift. But beyond that 
I think, for all of us, there were incredible evolving 
transformations. We watched a miracle happen. 
Margaret - What would you say are things you drew on in order 
to give all this support? 
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Marty - At that point, everything seemed very settled in my life. 
That 
kind of gave me the extra strength to be able to give. I got a lot of 
support from my husband to deal with my own emotions. That 
helped me a lot. 
Lynn - I was in upstate NY at this point and I had just left my job. 
I kind of felt disconnected from everybody. I wasn't coming here 
a lot. I was broke! I remember talking to you a lot and feeling 
kind of powerless and not being really sure what my place was or 
how I could be supportive so it was difficult for me. I wasn't sure 
how I should be helpful. That was difficult - not being sure 
where I was in the family unit. 
Alice--You've always been a part of the family! Those talks we 
had were great. 
Margaret - Is there any way that you can describe what you drew 
on from within yourself to be able to support? 
Lynn - A lot of it was a real strong philosophy and belief about 
the mind-body connection. That's just been such a strong focus of 
mine for so long. We've had a lot of phone conversations about 
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that. Talking about our theories and philosophies. To me there's 
a real deep spiritual 
connection. 
Margaret - Is there anything else you all drew on from within 
yourselves to be able to do this? 
Sy - I don t think what I did was so terribly unusual. You do the 
best you can. I was convinced that there was a possibility that 
the psychological approach could work. No guarantee, no way of 
knowing it would work, but it could work. One simply does 
everything one possibly can. I did it because of the feelings I 
have towards her. She was more important than anything else. I 
was also very much convinced, from what I'd read of the cancer- 
prone personality, the direction in which she had to change. I 
understood that it was important for her to find herself in her 
own way. What it amounts to is kind of supporting her in any 
direction she headed. She couldn’t do things to please me, because 
that simply would be doing what her problem was in the first 
place. So with that belief system, I did everything I could do. It 
doesn't seem like words do it to say I love you. I wanted to make 
it very clear to her that this was the truth and I would 
demonstrate it in every way I could. Even if it meant letting her 
go. It chokes me up. (crying) 
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Alice - He gave me all this love that I almost absorbed without 
realizing it, but what remained in my mind was that he was 
bringing all of his knowledge and experience. Not every 
psychologist would do what he did. Not every psychologist would 
have the courage to believe in their own ability to take the 
scientific knowledge that they had and apply it. I thought that 
was really great. I couldn't have done it without that. He tells me 
how he didn't have much faith in it. Well he had tremendous 
faith. That was the faith that carried me along! 
Lisa - I think we all had faith in the technique, but the key thing 
was, would there be enough time? Could this help before three 
months was up? 
Sy - But you see, that doesn't make any difference if you believe 
that it really will work or if you believe that it may work. So long 
as it may, you will do everything you possibly can to make it 
work. You behave exactly the same. You have to do everything 
you can. 
Alice - I had to have a lot of confidence. I thought he was really 
convinced that it could happen. I felt carried along by him. 
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Margaret - Are there any suggestions you might have for other 
people forming or using support systems? 
Sy - I think something that can't go wrong is in a very basic way 
communicating love to the person with no strings attached. In 
other words, a constructive love relationship. I think a lot of 
people probably have loving thoughts but for reasons they 
consider sentimental or whatever, they don't enact them. 
Touching and holding are extremely important. You can't go 
wrong with that. Touching and holding and hugging are much 
more important than talking. What is the essence of the healthy 
love relationship? I think it's accepting the person for who that 
person is, and delighting in that person's growth. Communicating 
that to people could be helpful. 
Alice - There are times that are going to be hard. You have to 
admit there were times when it was hard. There were times you 
would get angry with me because I would be so much holding 
back into my old negative ways. But he would tell me he was 
angry and that was good. And we'd get over it. 
Sy - The person struggling with something like Alice was has a 
tremendous ordeal like an Olympian athlete and needs something 
like a good coach. Somebody who is a source of support and can 
be leaned on can be very helpful. Not being intrusive is important. 
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respecting the other person s individuality, but being there as a 
source of encouragement. 
Marty - Letting the focus on that person, in a sense transcend the 
relationship. Like Daddy said — he got choked up — he was 
willing to help her even if it meant the end of their relationship 
because he loved her that much. 
We were all fortunate because not only were we a good 
support system for Alice but a good support system for each 
other. I think we rely a lot on each other. I think it would be 
much harder if we hadn't had that support and actively sought it 
out. We would be much more distressed and conflicted in trying 
to help our mother. 
Lisa - Or we would have put our own lives at risk to do it. 
Marty - This is one sort of suggestion. In one way this shows how 
much people trusted you and your judgment. No one was afraid 
to tell you anything you might be helped by, no matter how 
unusual or obscure it was or wasn't. They didn't censor it. The 
worst that would happen is that she would just give it back. But 
at least it's there. You have the option or the opportunity to 
absorb whatever it is. You have nothing to lose by offering 
anyone those things. The most they can do is throw it out, but at 
least it's there for them. They have a choice. 
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Lisa - There are two things that are good. One is that people don't 
always know what they need so it's good to just give them 
anything and let them filter it. The other thing is that I think 
sometimes that people do know parts of what they need and are 
afraid to ask for it. People also aren't used to saying, what do you 
need from me. People don't always communicate that way -- 
what is it 1 can do? 
Lynn - I think too offering what you're willing to do. I have a 
friend who is blind and diabetic and can't get around very easily. 
You say whenever you want anything, just call, but nobody ever 
came by and said I'm going to the grocery store, do you need 
anything? So they never kind of extended themselves to say 
these are some things that I can do — pick up groceries, or drive 
you somewhere or looking in the bookstore for you. So offer 
something. Offer ways you feel good about being with the person. 
Tell the cancer patient how to use you. Don't make the cancer 
patient supply the specifics. 
Sy - Another important aspect of helping is to make the patient, 
and make the people who are trying to help the patient, aware of 
the importance for the patient to be able to talk about anything, 
including death. To make it so there are no taboo topics. Don't 
worry about our feelings, if this would be helpful to you, we'll 
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gladly talk about it. We’ll take care of ourselves. I think a lot of 
people are scared to acknowledge the seriousness of what they're 
dealing with. Both parties are carrying this terrible secret that 
they're trying to protect each other and it just spoils all 
communication. 
Lisa - I think it s helpful to realize that, if someone has cancer, 
maybe they'll die and maybe they won't. I think there's a 
tendency to think that they re in a different position than you are. 
But the bottom line is were all going to die and it’s good to realize 
that. I know the Buddhists talk about that a lot. When you think 
about it, you realize were all in the same boat. According to some 
eastern philosophies, you're almost at an advantage when you 
have some kind of awareness that we all will die. That doesn't 
separate anybody from anybody else. For me, it really helped me 
to remember that. 
You usually don't come face to face with the fact that people 
you love will not be here forever and you will not be here forever. 
It was interesting for me because this was the first time I had to 
deal with the mortality of someone else and therefore myself. It's 
not that I've come completely to be at peace with that dimension 
because I haven't. But you have to make death non-threatening 
to yourself or you can't be in the presence of someone else dealing 
with issues of chronic illness and dying and be worthwhile to 
them. You have to face that and resolve that for yourself. Or you 
can't respond in a way that’s helpful for them. 
Alice - Also there is a need to say no. That can be very difficult if 
you have close relatives who are not helping and you have to cut 
them off, but you do it in the best way you can. 
Lynn - On the support side, if you get a no, it's good not to sit 
there and harbor all this resentment. Just say anything goes, 
including I don't want you in my life right now. I don't want you 
to come over today. 
Sy - I'm sure a lot of people will be dealing with the notion of 
guilt. Not being able to defeat your cancer and what's implied in 
taking a psychological approach. People do such a lousy job of 
dealing with death and I think they have to understand that 
there's no guarantee. Psychological factors are important. To 
accept that they may be can't hurt. What it does is simply put 
yourself in the best mental state you can. That doesn't mean that 
you caused it. But it means if it will help, fine and if it doesn't 
help, you haven't lost anything. No one thing is a guarantee, 
whether its diet or psychological factors. In any one case it may 
or may not be important. Its very important for people to realize 
that. From my perspective Bernie Siegel and Simonton go 
overboard in trying to convince people that psychological and 
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spiritual factors are always at the root of all disease. That's a very 
unreasonable assumption that few knowledgeable people would 
agree with. 
Lynn - There is a level of guilt too, in choosing death. You didn't 
experience an enormous amount of physical pain. I can easily 
imagine myself being in physical pain, saying, is this really worth 
it? Do I really want to go through more and more time, knowing 
that I'm going to be in this much pain? Or if I was going to be 
hooked up to machines, or whatever. There’s a fine line there. I 
think a lot of what Bernie Siegel and the Simontons are saying, 
errs on the side of almost making it wrong to choose death or to 
choose not to live life longer. We fear death so much in our 
society. 
Sy - As Lisa points out, we're all going to die anyway, no matter 
what your spiritual or psychological orientation. Do what you can 
and hopefully it will help. If you did things that could make the 
quality of your life better, my God, how can you possibly feel 
guilty about it? It's a good bargain no matter what happens. 
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Walking the Road of Cancer 
Betty Greemore and Wendy Moore 
Walking the road of cancer with Michael was like crossing a 
river to me. We started on one river bank and, as we 
started across this body of water, all the stones that we 
stepped on to get to the other side were taken out from 
behind us. There was no turning back. There was nothing 
to fall back on. You had to keep going no matter what that 




As I walked into Betty’s home, she was on the telephone 
with a friend, counseling her to get better medical care for her 
chronic on-going bladder infection. Betty had nursed her fiance, 
Mike, as he dealt initially with bladder cancer which later spread 
to the spine and then to the bone, lungs and liver. Throughout 
this period of nursing Mike as he suffered from cancer on and off 
for five years and finally died, Betty had become well aware of 
the need for good medical care, and the perseverance it 
sometimes takes to get it. Betty also had a history of colon cancer 
herself, having been diagnosed three years ago. Following 
surgery, her health has been fine. I knew Betty from a support 
group I facilitated at the local hospital, and I knew that she was 
not only eager to tell her story, but would be eager to help me feel 
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at ease during the process, just as she had helped so many people 
feel at ease in our support group. I was drinking seltzer and the 
moment my glass was empty, Betty filled it. When they realized 
the livingroom was getting chilly, the heat was immediately 
turned up, I was urged to sit next to the heat vent, and cocoa was 
offered. 
A picture of Betty and Mike was prominently displayed on 
the table next to the sofa, and pictures of family abounded 
throughout the livingroom. Michael had been a car salesman for 
twenty-six years. Betty is an executive secretary for a 
manufacturing firm and Wendy is a cost clerk at a local paper 
mill. 
When I met Betty's daughter, Wendy Moore, it became 
immediately evident to me that two very different women had 
supported Michael. Whereas Betty is very outgoing and talkative, 
Wendy is shy and quiet. Betty had on a bright red dress; Wendy 
wore pastel pinks. During the interview, Wendy snuggled on the 
livingroom carpet with her cat, and her mother sat in a chair with 
her feet up on the sofa. Wendy packed an enormous amount into a 
few words. Betty used more words, sometimes speaking when 
Wendy was too upset to speak more, but spoke just as powerfully. 
It became evident that Mike had been cared for by a powerful 
team, each woman powerful in her own way. I realized how lucky 
he must have been to have had the care of both of these women, 
with their wide range of gifts to offer him. I felt amazed that 
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Wendy, at the age of 22 had taken on so much with a maturity 
beyond her years. I also was amazed at how far Betty had chosen 
to extend herself in caring for Mike during most of their 
relationship. 
Michael had died 6 months previously and their experience 
with caring for him, as well as their grief, was very fresh. Crying 
was not a new experience for Betty and Wendy; it seemed that 
they were used to going on with their lives, just as they went on 
with the interview, as the tears rolled down their faces. 
Throughout most of the interview, both Betty and Wendy, and 
sometimes myself, cried quietly. 
The Interview 
Betty - Five years ago, my fiance, Michael, was diagnosed with a 
bladder tumor, a very fast growing bladder tumor. As a result he 
had his bladder removed and had radiation therapy. I had known 
him just over a year when he was first diagnosed. 
He started having problems with his back two and a half 
years later and thought he had just pulled a muscle. They had 
him on muscle relaxers. Nothing they tried helped. He ended up 
going in for a bone scan and a CAT scan and being diagnosed again 
with cancer, only this time it was a tumor in his spine. All a result 
from the bladder tumor that he had had. The following May of 
■ 
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1989, he got diagnosed with having cancer again, and it was in the 
bone, the liver and the lungs. He passed away in September of 
1989, four months ago. 
At the same time that Michael got diagnosed in May, I had 
two other friends who were diagnosed with cancer, older friends, 
both in their 60 s. They are both still living. I love them both 
dearly, but sometimes I feel a lot of anger. This man was 49 
years old and he had battled for five years. I don't know. I guess 
that's why every day that I'm alive I think I have a bonus. 
I think God is the one who gave me the strength, because 
from the very first time Michael had cancer I just prayed that God 
would give me the strength. Two years ago, Michael became a 
Christian. It was through me that this happened and I feel really 
good about that. 
When he was diagnosed the first time, he was told that he 
was going to have his bladder removed and, along with his 
bladder, they were going to remove the prostate. He felt this 
meant he would no longer be a man because he couldn't have an 
erection. For somebody that was 44 years old at the time of 
surgery, that was quite a blow. He told me to leave, that I just 
didn't need this. I told him that we started this road together and 
we were going to end it together no matter where it took us. I was 
not going to bail out on him. 
Michael and I had gone for counseling with our pastor 
because we had lots of ups and downs in our relationship. I think 
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the first year before he got cancer it was just great, but his 
personality really changed a lot after he got cancer. I thought for 
a very long time that he was very angry with me because I was 
healthy and he wasn't. Then I got colon cancer three years ago 
and had a colon resection. Everything is fine now. 
I was really scared the first time he had cancer. You are 
really scared every time, but the first time you deal with 
something you are more frightened. I was very frightened. I 
just thought that he was going to die. Had he waited another 
week for the operation, the way the tumor had grown in a 
month's time, he would have lost his kidneys, and had to be on 
dialysis. There would have been no surgery because they couldn't 
have done it. He wouldn’t have lived three months with dialysis. 
Margaret - Why are you included in the support system, Wendy? 
Wendy - I was just there, I guess. I don’t even think I thought 
about it very much. I was just there. I don't think it was easy 
though. I tried to help out so my mother had less work to do. I 
helped out with the housework. I did the laundry. The first two 
times he had his operations, I just did things around the house, 
more or less. I didn’t really do anything. I kept him company, 
but that was about it. I watched tv with him. 
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Betty - She was always there to go to the hospital to visit him. 
Every time he was down in surgery, she was there with him. 
Sometimes I think it was probably easier for Michael to accept 
Wendy’s help. 
Wendy - I think I was there to be there for you. I mean for him, 
too, but you more or less needed somebody there. You didn't 
have anybody there. I wouldn't say I was there for him as much 
as for you. I was just there to help whoever needed someone. 
Betty - Out of anybody that would have been there to help me 
with him, Wendy was the one I trusted the most. Through all of 
his caretaking, she was the one I could trust most with him. If he 
was sick enough and I had to go and run and get medicine, she 
would be the one I would want to be there. She's always been 
level-headed, she has always had a good relationship with 
Michael. Michael really considered her as a daughter. His own 
kids weren't really a support to him. 
Wendy has always been there for him. The last week of his 
life when he was so sick, she took time off from work to be with 
him. His last three or four days I had to make a choice. Either I 
got some help or they were going to put him in a hospital. I had 
promised him five years ago that I would not let him die in a 
hospital. I was going to keep him home no matter what. 
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If Michael needed something or if he was scared, I knew 
that he would relate to Wendy, but I wasn't sure if he would 
relate to anybody else. I just knew that Wendy would be able to 
know if he was scared or if he needed someone to tell him they 
were there. 
When Michael was in the hospital for three and a half 
months, I was driving there every day. I would get so tired 
because it was only a few months after my own surgery. If I just 
had a day that I was so tired that I just didn't think I would make 
it up and back, Wendy would volunteer to go or she would ride up 
with me so I could sleep on the way back. As sick as Michael was 
and as much pain that he was in, he was worried about me riding 
back and forth. Yet I knew he was scared. There was no way I 
could just leave him up in that hospital without going every day. 
I think it was really hard, more difficult this last time 
because Michael had jaundice. He was very very jaundiced and 
the jaundice made him itch. He would dig his face and he would 
dig his arms and his legs, wherever he could get to. Wendy would 
sit by his bed if I wasn't there and talk to him. We got so that we 
would ask him where it itched, and he would show us with his 
hands. We would just keep talking to him and telling him to rub 
it. He would for a little while and then it would itch so much that 
he would start digging it. Then, wherever he was digging, we 
would get lotion and rub it. 
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He was having shots of Benedryl but they were hurting him 
so much that he was crying every time the visiting nurse came. 
So, I finally talked to the doctor and asked if there was something 
that we could do, so that I could give it to him, so that there would 
be one less person poking at him. They ended up letting me give 
him suppositories and I gave him his Morphine too. If the nurses 
in the hospital couldn't get him to cooperate to do something 
they'd always say, 'Well, when Betty comes we’ll talk to her.' He 
would say, 'Yup, she’s the little drill sergeant, and she gets me to 
do anything.' So I got nicknamed the "Little Drill Sergeant". 
Michael wasn't drinking anything. He got so weak that he 
couldn't hold a popsicle up so he could bite it. Wendy would sit 
by him and feed him a popsicle, a tiny, tiny bit at a time with a 
spoon or break a little piece off and put it in his mouth. She 
would get a spoon and crush it up in a cup and then feed him just 
a little bit at a time if I wasn't there. 
After he had his back surgery, he was on the Morphine 
pump. He had used the pump the night before and he was just 
hitting it all the time without even knowing what he was doing. 
He went four days without any sleep because every time he 
would start to fall asleep he’d go into a spasm and he would wake 
up screaming. He was afraid to go to sleep and he was really, 
really tired. The nurses said to me, you have to do something, he 
won't cooperate with us, you need to do something with him. 
They were just worried because he used up all his medicine in an 
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hour’s time and he would have to wait another three hours and he 
would wake up screaming in pain. 
I said fine. When I walked in the room, I said I'm going to 
take the pump and we 11 try going five minutes between having 
medicine. I sat there and rubbed his arms and I talked to him 
and you know, got him to kind of relax a little bit. Those times 
were really hard for me, to see him and know that I could only do 
so much for him. I spent a lot of time crying. 
Margaret - Were there any ways in which either of you felt you 
were unhelpful? 
Wendy - She was so over-tired, she was just yelling all the time. 
She was very ugly. 
Betty - I was. I was very ugly. I felt really like I was in a time 
bomb. During this last bout with cancer, I asked the doctor how 
long he thought Michael really had. He said he doubted that 
Michael would last until the end of the year. 
Wendy - We yelled a lot at each other, (laughter) There were 
times I would get so mad at her because all she did was yell at 
me. Nothing I did was ever right, so I mean of course I yelled 
back. I felt bad and I knew I shouldn't have. I think we were 
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both just overtired and when everyone else was gone it was just 
us and our personalities clashed. 
Its funny now — like your toothpaste is in the sink or your 
pillow is on the couch, just stupid things like that which meant 
nothing. Who else did we have to yell at? We just basically had 
each other to yell at and it was better to yell at each other than to 
yell at Michael. 
Betty - What she is saying is entirely true, I just felt like I had a 
tight rubber band around me all the time and I just wanted 
everything to be perfect. I wanted him to have the best possible 
care that he could have. 
Margaret - Wendy, why did you do all this? 
Wendy - I don't know. I guess I just cared about Michael. I 
didn't think anyone else would do it, so it was kind of like I didn't 
have any choice. I didn't like doing it, but I don't think I could 
have forgiven myself if I just walked away either. 
Margaret - Did you feel like you had the option to leave? 
Wendy - I don’t know. I'm sure I could have. I was scared to 
leave, too. Scared that something would happen. That he would 
die and I wouldn't be there. The Monday night before he died, I 
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wanted to go to the Fair with my boyfriend and some of my 
friends, but I couldn't go. I mean, I could have gone but there 
was no one else to stay home with my mother so I stayed home. 
Betty - I think one of the hardest things for me was trying to keep 
a positive attitude. I was afraid that if I didn’t, it was certainly not 
going to help Michael and it was going to drain all the strength I 
had. We had so little energy between the two of us. I just made 
up my mind that if we had that low energy, we had to use it in a 
positive way. I did the best I could. 
I think emotionally it was more draining on me than 
physically. Keeping going was not hard for me at all. Everybody 
was more concerned about me than I was because I knew that I 
would do it. I knew I could do it. I had done it many, many times 
before. I had spent nights when I had not slept all night when 
Michael battled his cancer the first two times. There were nights 
we would be up all night especially when his vomiting started. I 
would be up with him all night and then get up and go to work 
the next morning. So it wasn't like staying up with no sleep was 
new to me. It wasn't. 
My son. Chuck, just really had a hard time dealing with it. 
He almost didn't go to the wake with us. Chuck still doesn't want 
to talk about it. He did come to the wake but sat in the back of 
the room and didn't want us anywhere near him and he stayed 
there for about two minutes. He would not come up and see 
104 
Michael and he said "I have to get out of here. I just have to get 
out of here”. 
Sometimes I think Chuck has lived with a lot of guilt. One 
day I started crying and he just said, "Mom, will you stop doing 
that?" I said "I just miss Michael a lot." He said, "Yeah, I know, 
we used to fight a lot, Mike and I did. I used to think he was such 
a jerk, but he really wasn't. He really cared a lot about all of us". 
I said "That's right, Chuck, even though the two of you fought a 
lot", because it was a battle of the wills with those two. 
I think Chuck realized that Michael wasn't so bad, because 
Michael was always there for Chuck, always. When Chuck had a 
problem in school, Michael was there with me. Even as sick as he 
was, he was there for Chuck's graduation. Chuck did come and see 
him the Saturday before he died which I did not think he would 
do, but he did. It just meant so much to Michael because he knew 
how Chuck was. 
There were times when he was in the hospital this last time 
that Chuck went up with me. He didn't want to because he hates 
hospitals, but he went up and we sat and played cards with 
Michael. Michael really appreciated him going and he let him 
know he appreciated him going with me, so I wouldn't have to 
drive up alone. 
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I think my biggest fear was that he would die and be afraid. 
He was too weak to say anything or yell to anyone and to make 
any movement at all. My biggest fear was that he would die 
afraid. I don t know if he did or not, but I do know that he had 
somebody with him all the time. Even when I was there, if I had 
to go out of the room, I made sure somebody came in. I would not 
leave his room at all. 
I think I tried to cram as much into the last week as 
possible with Michael. I had planned a little surprise birthday 
party for him on Saturday night and I had all the food and 
decorations but I knew he wasn’t going to be able to handle it. He 
couldn't stay awake for more than five minutes at a time. So, I 
called his friends and cancelled it. 
Our friends came just before Michael died and were support 
for Wendy. I couldn't be any support to her at all. I was just so 
oblivious the last week that Michael was alive of anything that 
was going on around me, I could only think about him. That's all I 
could think about, was being there for him -- making sure that he 
was comfortable, making sure he had something cold in his mouth 
when he wanted, making sure that he had his medicine, making 
sure that his bed was clean, that he wasn’t in any pain, that if he 
wanted to get up he could get up. A couple of times he tried to 
get up and went to poke me because I told him he couldn't get out 
of bed without some help. That wasn't like him. That was 
frustrating too, to see what the disease was doing to him. 
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To me, cancer is like a sniper in the night. Just when you 
think you have it, and know where it is, and have something to 
fight with, it pops up at you when you least expect it. Walking the 
road of cancer with Michael was like crossing a river to me. We 
started on one river bank and, as we started across this body of 
water, all the stones that we stepped on to get to the other side 
were taken out from behind us. There was no turning back. 
There was nothing to fall back on. You had to keep going no 
matter what that meant, no matter what you had to face to get to 
the other side. 
He went into a coma the day before he died. Wendy was 
with him and I was just kind of cat-napping on the couch. She 
came in and said he was really restless. He tried to get out of bed 
and it really scared her. I went in and sat down and talked to him 
but she had him all calmed down before I even went in there. 
Wendy - We had to stay in the room the whole time. I didn't like 
sitting in there. The nurse had told us all these gross things were 
going to happen when he died, but they didn't. 
Margaret - Did you realize he was dying? 
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Wendy -Yes. I got my mother up because he was breathing like 
one breath every minute. Then she had me call the doctor. When 
I went back in there, he was barely breathing. 
Betty - He couldn’t talk the last 24 hours. Whenever I was sitting 
with him and whenever Wendy did, we would just keep telling 
him we loved him and we were there for him. Before he slipped 
into the coma Monday, the last thing he said to me was "I love 
you and he couldn t even speak out loud he was so weak. 
At the end, I think he wanted to go, but he was scared. I 
think he wanted to go but his heart was so strong that it just 
wouldn't stop. Everything else had shut down 24 hours before he 
died. His heart just kept pumping. There were times that last 24 
hours that I wanted to just punch him in the chest to stop his 
heart from beating because he was struggling so much to breathe 
and his breathing was getting so labored. He was getting so tired. 
It was almost frustration on his face, like "when is this going to be 
over, why can't I just go?" 
A half hour before Michael died, I thought he was choking. I 
called the doctor. She said, "Do you want me to come?" I said, "I 
don’t know. I guess I don’t want you to come. I want you to tell 
me if he's choking." She told me that he wasn't choking, that the 
end was coming. She asked if I had somebody there with me. I 
said Wendy was there. My friend's daughter and her boyfriend 
were there with me too. She asked if there was anybody else I 
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would like. I said, "Yes, our Pastor." She asked if I would like her 
to call him but I called him. He came right down and stayed with 
us. Our pastor was a lot of help to us. 
Wendy - The funeral and everything. That was hard, but in a way 
I was relieved to see that he was out-of pain. I didn't want him 
suffering any more, because to me he was suffering. 
Betty - There was nobody who would make the funeral 
arrangements. Wendy went with me to make the arrangements 
with our pastor, to pick out the casket. At 22 years old I could not 
have done that. I'll tell you everyone should know how much 
love I’ve felt for this kid. Here she is, 22 years old, and goes 
through this and goes and picks out a casket for somebody that 
she loves so much. I felt so bad for her. And yet I knew I needed 
her. It was really hard, and she was a lot of support for me 
during the funeral. 
I have to share this with you. For five months before he 
died, I said to Michael, "We have to fight this. You can't give up 
now. We have to do this together. You have to think positive that 
every day is a new day, every day there are miracles and you can 
be one of them." We went to the hospital the Wednesday after 
Labor Day for his check-up and that's when the doctor told him it 
wouldn't be long. 
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I asked Michael on the way home from the hospital if he 
was going to give up and he said, "No, I'm just tired, Hon, there is 
nothing more to fight for." At that point I said to him that it's 
okay to let go, "I'm not going to be angry with you, it's okay, if 
you re tired, it's okay to let go." I was battling to give him some 
hope and the doctors just took it all away from him. I was really 
angry with them for doing that, and from that day on he just gave 
up. 
I guess that I wonder if there was something else that I 
should have done that could have kept him alive longer. If I 
could have just had one more day, if he could have just lived to 
my 50th birthday, which was a week after he died. Wendy gets 
really upset with me and I don't know if other people do or not, 
because all she sees is the sick Michael and how sick he was and 
how awful he looked. In reality I know how he looked, but there 
is still that other part of me that says that if I could have only 
have had him one more day. They said he probably wouldn't 
make it through the holidays but maybe he could have made it 
until the end of the year. 
I knew I wasn't going to have him long. As much as I felt 
peace about being able to say, "If this is what you want, if you're 
ready to die, its okay, inside of me I felt a lot of panic, frustration. 
I wanted to let him go but I didn't want to let him go. 
Going through taking care of him and going through the 
disease with him was much easier than it is now. Id much rather 
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have him to take care of and that's probably me being very 
selfish, but taking care of him was not difficult, although seeing 
him in pain was. 
Margaret - Suggestions for other supporters? 
Wendy - Try to listen to the patient and try to understand what 
they are going through. Then when they get upset with you, try 
to realize it's not you they are upset with. I'm sure they don’t 
want to have to be dealing with this. 
Know that you can do it if you have to. I have learned that I 
can deal with something like this if I have to. I never thought I 
could deal with someone being so sick and being around them 
because I have a very weak stomach and I can't handle gross 
things. Seeing somebody in pain, I can't handle that. But, I do 
have the strength to be there. 
Betty - I'd suggest to people to let go in respect to letting the 
patient make their own decisions, whether it be their decision to 
die or to continue taking medication. Whatever their course of 
treatment, whatever decisions need to be made in their life, to 
stand back and let them make the decisions -- even though it may 
not be the one we really want them to make and we feel like we 
can make the best decisions. I think that was the hardest thing 
with Michael for me. I was very over protective and I wanted to 
be in control to make sure of the best care for him. It was hard 
for me to step back. I knew it was easier for me to make the 
decision than it was for him, and he might not make, in my eyes, 
the right decision or make the decision quick enough. When I 
could stand back and allow him to do this, I was really happier. 
He was still able to maintain his dignity and that was very 
important. 
Probably the hardest thing for Mike, was the frustration of 
not being in control and I fought very hard to let him make as 
many decisions as he could make. If he didn't want to eat, he 
didn't want to eat. He knew he couldn’t keep anything down. If 
he didn’t want to take his medicine, he didn’t take his medicine. I 
was not going to force this man and have him be more frustrated. 
If he felt he didn't need his medicine, then he didn't take it and I 
didn't make him take it. 
I would also probably suggest having as few people as 
possible, if a patient is bedridden, fussing over them. I know that 
it was much easier for Michael primarily having just me and 
Wendy. We were the ones that pretty much did all of his care. He 
seemed to be more content than with a lot of different people 
fussing over him. He felt less at everyone's mercy. I think that 
having less people to depend on gave him more dignity. His doctor 
did say to me that people are not allowed the dignity to go out 
the way they want to. Michael was. I feel good about that. I 
guess I would want to give people this advice: If someone chooses 
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go out any way they want to die at home, then let them. Let them 
to. 
I think this experience has made me even more determined 
to make a career change and to go into working with cancer 
patients and family because I think I have a lot to give. I have 
become involved with the cancer support groups at our local 
hospital and hope that I’ve been able to contribute something 
from my experiences to them. 
I just feel like there is just a driving force that really makes 
me want to become more involved and want to share my 
experiences with other people and I think maybe having been a 
cancer patient myself, I know how important some of the 
experiences are. I know how important it has been to be a 
caregiver and be the support system for Michael and how 
important it was for me to have a support system with my own 
cancer and I'd like to be able to share those experiences in a 
beneficial way. 
Some very positive things have come out of it already. I've 
been able to share this experience with a number of different 
people and hopefully it will help them. I know it's helped me to 
talk about it. I don't ever want to go through it again and I'm 
sure no one really wants to go through it, but I've certainly 
learned a lot and I'm just glad that God made me the kind of 
person that I am. I am the kind of person that I know I can be 
strong. 
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Rising to the Occasion 
Eva Fierst and Peggy Sax 
This has been, I think, the most fulfilling experience in my 
whole life...I can't believe that other people weren't lined up 
at the door to do the same thing. I feel very fortunate to be 
the person that's been in that position... 
“Everyone must support in their own way. The way I do 
it is just because its me. It could be a real burden if people 
had to do it in a particular way." 
--Peggy 
"I think what really helps me in the end tremendously is 
that somehow or another cancer was worth it all, not only 
for me in my changes, but I'm sure Peggy changed and she 
doesn't have so much of a price to pay. I wish fifty per cent 




I met with Eva and her sister-in-law, Peggy, in the studio in 
the beautiful barn behind Eva's house. Throughout Eva's 
experience with cancer for the past year and a half, it was often in 
this studio that the intense depth of sharing between these two 
women took place. Eva hoped that her husband, Fred, would join 
us after his workday as a lawyer, but he was not able to come. I 
was struck at the care and time that Eva and Peggy first took to 
make the three of us comfortable and to get the microphone and 
tape recorder set up in such a way that we could totally forget 
about it. Rather than pass the microphone around, they decided 
on sitting on cushions on the carpeted floor with the microphone 
in the middle of us. Our practices with the microphone showed us 
that it picked up our voices best (particularly Eva's which had 
softened, she felt, because of some of the chemotherapy drugs) if 
we were close to the microphone. We ended up sitting knee to 
knee, literally touching each other as we sat talking. 
As we talked, the evening darkened and no one turned on 
any lights. It was as though getting up, or the lights itself, might 
have come in between us and the experience of "touching" that 
was happening during the interview. I was struck by the intense 
intimacy in which Eva and Peggy held each other. I was also 
struck by the generosity with which they guided me into their 
intimacy. The intensity of the interview, and the intensity of the 
experiences described, held me spellbound. Neither their 
relationship, the experience they had gone through together, nor 
the interview was in the slightest bit casual: everything was very 
carefully and powerfully focused on. 
The interview seemed to me an re-enactment of the support 
sessions Eva and Peggy discussed. Support was given and re¬ 
affirmed boldly during the interview. I felt at times that my life 
outside the interview had disappeared as I experienced in a 
wonderful privileged way Eva and Peggy - and myself - 
intimately connected. These women, I realized, had learned to 
quickly and thoroughly connect with their hearts and to ignore 
anything that might interfere with this connection. 
When Eva Fierst was diagnosed with breast cancer one and a 
half years ago, her sister-in-law, Peggy, came forward as a main 
support. After her lumpectomy, Eva began year-long 
chemotherapy treatments (she asked for as "heavy-duty" 
chemotherapy as she could possibly handle). In the middle of 
chemotherapy, she had radiation therapy for three months for 
which she made daily trips to Boston. Since Sept. Eva has only 
been on hormone therapy and at the time of the interview her 
hair, which had all fallen out with the chemotherapy, was starting 
to grow back into a stylish pixie.) 
Usually on a bi-weekly basis, Peggy arranged her work 
schedule as a psychotherapist and childcare for her two children, 
then 11 and 7 years old, and drove down at dawn the three hours 
from her Vermont home, to support Eva. Usually Eva also 
arranged childcare for her young children, who were 6,4 and 1 at 
the time of her diagnosis. The two women would then spend the 
day together. What evolved during these days is described in the 
following. 
The Interview 
Eva - My support system, I think, is small, but the tools I had 
were more varied. I think that's the best way to have a support 
system. 
Peggy was very helpful from the outwards point of view. 
She made me open up to her because of her persistent ways, so I 
would never have to feel like I was intruding upon her and I also 
created an incredible feeling of trust, and in addition to that, with 
that opening up I had the feeling that she was going through 
almost the same thing I was going through and I never had 
anybody that was feeling so intensely what I was feeling and I 
think that was the most incredible support I have had. It was not 
like technical stuff, but basically talking and opening up. 
Margaret - It sounds like empathy. 
Eva - Yes. Very intense. I think what really helps me in the end 
tremendously is that somehow or another cancer was worth it all, 
not only for me in my changes, but I'm sure Peggy changed and 
she doesn't have so much of a price to pay. I wish fifty per cent 
of the world could go through that without having to have cancer. 
That was really what I mostly got out of it. 
Margaret - The distance didn't matter? 
Eva - No. Not really and I knew she was there all the time. 
f>e8Sy~ It s funny, even the term support" makes it sound like its 
one way. Yes, I was giving support. And its also been an 
extremely powerful experience for me to be close to someone, so 
close to someone, who is facing something so hard. It has felt more 
like I really love this woman. 
It is something that is really hard to find words to describe. 
It is on a feeling and a spiritual level. The reward has been this 
amazing cutting through to what is essential. It is an incredible 
opportunity to see what really matters. What really matters is an 
expression of love and of being: an opening up of experience. It 
has been really helpful to me in facing things that are painful and 
not to feel as though this has to be put in a box that is going to be 
called something. To just talk about feelings, impressions, fears as 
they come up has been an amazing experience for me. 
I've gained a tremendous amount of inspiration from the 
way that Eva has faced this and that sense of inspiration has 
stayed with me. This includes not only the doing it well "heroine" 
kind of stuff, but at the same time being able to say, "I'm really 
scared." Those kinds of things. 
It's an incredible opportunity to experience this richness of 
what it means to be human, what it means to be_. To be facing 
something that at some point we will all face. I had never really 
looked at death. For me it has been so profound to realize that 
our time here is limited. The questions arise of "What’s next?", 
"What does the time that is left here mean?", "What are we going 
to do with it?", "What is essential?", "What is important?" - all 
those kinds of things. And always for me there's been this shining 
light from Eva, just from witnessing her facing this. 
To me it has really felt like an opportunity. It’s felt like I 
had no personal choice because that is exactly what I wanted to 
do. The experience, itself, is like a beckoning because this is a real 
opportunity for my own personal growth. 
Margaret - Even as you were supporting you were getting so 
much yourself that it just kept going on, beckoning you in all 
kinds of ways. 
Peggy - I have always been so struck by how when I would come 
here and within an hour it would feel like my life back home 
didn't exist. There was so much here. 
Eva - For me, it would be the same thing. It was like my family 
would disappear, my kids would disappear, my husband would 
disappear. Space would just come. 
I want to stress that I think it is really possible, regardless 
of what your other life is, to put it aside and to be there for 
someone. I set it up in my mind that I wanted to come every 
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other week. Sometimes that meant just coming down for a day, so 
I would come early in the morning. If I left at 5 a.m., I could get 
here by 8 and then we'd spend the day together and then I would 
go home in the evening. 
It really is possible. It isn't that I'm unusual or have extra 
energy or whatever, I think what made it possible was making 
Eva a priority. If she is a priority, then you make time just as you 
would for anything that’s a priority. That is challenging, but I 
absolutely wouldn't want it to be any other way. 
It's possible. I think what made it more possible was 
making a routine out of it, like being here every other Friday. If 
it was just left open, it could go for months. 
Eva - It was a persistence on her part. Many times I would think, 
"Oh, Peggy is coming down again, and maybe she shouldn't come 
down," and you know, thinking basically she should be home. It 
would be nice if she comes, but she shouldn't come. But it was 
basically never left to me to decide. She came down. There was 
no question. 
Peggy-This has been, I think, the most fulfilling experience in my 
whole life. It has changed my life so. Hearing Eva say that I was 
such an important person, my response is, "God, really?" I can't 
believe that other people weren't lining up at the door to do the 
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same thing. I feel very fortunate to be the person that's been in 
that position. 
Eva - I have plenty of friends around here, but I am not the kind 
of person who asks. If I had asked friends here, we would have 
gotten together and talked about my problems and whatever, but 
it would have never have come to that depth level. The depth 
level is just incredible. I would not have gone to that level with 
any one else, it's like an incredible outreach that makes things 
happen. 
Peggy - I would sort of encourage other people in the family 
sometimes. I would tell them, it's not just a question of giving a 
call, you know. It isn't that they didn't want to do that, it's just 
that they didn't know how. They don’t know how. In their 
questions, I can tell they really care. But in the realm of deeply 
showing the caring, they feel like they’ll be pushy. They don’t 
know how to do it. 
Eva - I have also sensed that in many ways in different people 
they would really like to help but they are so scared, it is so scary 
to them, too. I don't want to be their psychologist, but what I end 
up doing in the end is hugging them. I'll be very normal, be very 
cheery and not be teary. It’s like there is always this protective 
thing, because it takes time for this protective thing to go away. 
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Peggy " ^ made a personal choice that this was a priority for me. 
In making that decision, I knew that it was my choice. It was 
what I wanted. It's what I needed and wanted to do. 
This has been an opportunity to get close to each other. 
There s also been a quality of stripping down to what is essential. 
There’s been a feeling like -- adventure sounds too frivolous - of 
discovering some things and looking at some things that may have 
been otherwise. They would not have been brought to my 
attention. 
For a while I would set up in my mind little rules. I would 
come down and my rule was that I wouldn't leave until I had 
been able to make contact with Eva and make contact with my 
brother. Another rule was that rules are meant to be broken. So 
something wouldn't necessarily happen. 
Eva -We would sometimes find books and both read them and 
then talk about them. Find new books and say, oh, look at this, 
let's read about this guy, and it was a new way. We would not 
sort of walk in a dark room, feeling our way out, but sort of stay 
in that dark and feel out our area. It was not necessarily anything 
to do with cancer. Many of our readings had nothing to do with 
cancer. We would sort of knock that off in the beginning - how 
did this make you feel kind of things, but then we would go 
through all that. Most of our conversations did have something to 
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do with dying and with life in general. It was a lot of talking. I 
would say that about most of this subject matter from all types of 
different angles. 
Peggy - I have this awareness now that I never really had before 
that life is so short. It really impacts on everything I do. There is 
more of a sense of being in the moment. I would like to say it is 
with me all the time, but it's not, but it is different now. Eva has 
always inspired me in that way, because I see her as someone 
who lives in the present and strives to do so. 
Eva - The important part of my life is living. 
Peggy - Eva's cancer brought us back to what’s important. It cut 
through to really make contact with people in a very deep way. 
That theme of isolation -- getting OUT of isolation -- just seems to 
be so important. 
Eva - You can talk to people about the cancer and still feel 
isolated. You still feel like you are on a different planet. The most 
important factor is to get rid of the isolation because having 
cancer is the most isolating thing I have ever experienced and it's 
constant. If you have some people who make you feel not 
isolated, even a single person in your life, it is just incredible. It is 
incredibly relieving to know someone is with you. 
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It's the depth of interaction that makes the difference, that 
makes that feeling of isolation go away. Sometimes reaching those 
depths was almost like hallucinating or tripping, although I never 
felt anything with tripping. It’s like really diving into very low 
spots in the ocean and I have a companion with me that is diving 
just as deep as I am. It would not happen every time we would 
have a conversation. But I knew that this is a partner I can do 
that with and that feeling could really take the isolation away. I 
can't even find expressions for this kind of stuff. 
Peggy - A lot of my experiences here have been that its not been 
the words that matter, but the expressions of love: being with 
Eva's mother, seeing her with the kids; making the best, seizing 
the moment. Cancer would be the last thing that you would want 
but, given that its here, Eva is teaching me about living in the best 
possible way. 
What have been the gifts for me for giving support? There 
are things in the moment that happen with just incredible 
poignancy. There are certain moments that will always be with 
me. Witnessing Eva with her children is something that is very 
profound to me. I carry with me a memory of being here when 
we were waiting that day for the phone call from the oncologist 
and pathologist to say what they had discovered. I remember we 
were all kind of there and this was all happening, but we just sort 
of led the day anyway. Eva had gone out, I think to pick up the 
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kids and to take the garbage to the dump. Just as she was pulling 
up, the phone rang, and it was the oncologist with the news. The 
news was not good. Fred called out to say, "Eva, it's the oncologist 
on the phone". I just watched you, and I'll never, ever forget how 
you sort of said "Ok", and then you took the kids out of the van 
one at a time, and helped them down.' Little Sonya was just a year 
old. Then you paused and deeply smelled the lilacs and walked 
slowly into the house. I was so moved by how this was so in 
character. 
— Look, there is another very odd shaped leaf on that tree 
out there in the same spot, but it’s not square this year! - 
Eva - Wonderful things have come from the cancer. First of all it 
has taught people to care and that there are more important 
things going on in life. I was lucky in little ways. People showed 
their affection in many ways including driving me to Boston to 
doctors' visits and talking me to therapy. I know it is just 
amazing and I know that the candle is still burning. It is a very 
wonderful spiritual feeling. It's a nice, excited feeling that 
sometimes I think about and I think about it and I think about it. 
I had one big spiritual blanket. 
Unhelpful in our relationship was maybe the physical 
separation, the distance that we had to overcome. It was, this is 
the ideal support system. 
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Margaret - How did you overcome difficulties? 
Peggy- If you want to do it, you can do it. I'm really convinced 
that if I lived in Montreal, I'd get up at 3 am to get here. You can 
do it. 
Eva - You can do it. You can over come these problems and 
irritations. Very shortly afterwards those moments seem so 
precious! 
Peggy - I don't want us to convey the message that it was easy. 
There would be times the babysitter wouldn’t show, and the kids 
would be wild. I remember there was a time in the beginning 
when I came down and I brought my kids with me. It didn’t 
work so well. They were kind of grumpy because they didn't 
really want to be here. They wanted to be back home. We 
learned as we went. I learned early on not to bring the rest of my 
family with me unless they asked to come and they really wanted 
to be here. It wasn't really fair to them. I found myself in the 
position where I wanted to say to a seven and eleven year old, "Be 
grown up about this!", which didn't make any sense. 
Also, I think my husband's been real supportive. He has 
said that whenever I wanted to come here, he is there to support 
me to do that. That is the way he is an indirect support to Eva. 
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With the kids, I tried to balance getting their needs met and 
letting them know that this is just something I have to do. It has 
been really important for me to have a solid support system too. 
Part of my support system was in opening up to my own inner 
resources. 
Eva - I think my husband was pretty happy with my relationship 
with Peggy. I think he was pretty happy that she was there, and 
in a way relieved. What we went through together he probably 
would not have been able to do, so in a way I feel it was a relief. 
I don't think he was jealous. 
Peggy - Sometimes I've had a sense that there's been a little envy 
or jealousy because I would come down, and Eva and I would 
have these very close talks. Although my intention had been to 
check in with Fred, the interaction with him certainly wasn't as 
intense. I don't know if he has in his support system 
opportunities for him to really feel pursued to talk about really 
what it's like for him. 
Eva - I think also that during that time, you had more intense and 
deep relationships with your friends. 
Peggy - There has also been a healing factor with the relationship 
with my brother. Our relationship wasn't very good. I had been 
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very angry with Fred and he had been resentful with me for 
being angry at him. I thought "Mom loved him more" and that 
sort of thing. When Eva got her diagnosis, suddenly, "poof", those 
old hurts made no difference at all. What mattered was that he 
was my brother and I felt this intense love for him and I wanted 
to be there for him. It was the essentials that mattered. 
Eva - My husband, Fred's, support was almost the opposite of 
Peggy’s support, which was more like this steadfast tin soldier. 
We need to go through this, we have to battle this cancer, and let’s 
not just mope around and let's just go strong. He did not change 
much his treatment towards me. He didn't treat me like this sick 
cancerous Eva. He treated me as usual. In that respect he cut 
through the isolation in a different way because he did not isolate 
me. 
He was devastated the week when we found out I had 
cancer. Then he almost acted like a duck that would shake off the 
water and say, this is enough of that. I'm going to go into fighting 
mode. After that he always said, ok, this chemotherapy is going to 
take care of it. He hardly ever asked about my psychological 
well-being. His position as a steadfast soldier was so extreme that 
he probably could not have come out to a negative or pessimistic 
side. And so I probably had two good supports, Peg on one side 
and Fred on the other, and they are on two different sides of the 
spectrum. There are some problems in our marriage that have 
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come up and are unresolved but livable in many ways. We saw a 
family therapist a few times. Some problems were exacerbated 
with the cancer. I do think Fred was the best that he could have 
been. It’s really amazing if you think about it. I don’t need 
another Peggy; I have Peggy. It’s great that Fred is who he is. If I 
had a mopey husband, give me a break, I would have really had a 
hard time. 
I did not have to pamper him with protection that I would 
have done with other people to protect them from my cancer. I 
didn’t have to do this because he is such a tin soldier. When I 
wasn't totally functioning, he would really just give back 
physically, take care of the house, take care of the kids and do all 
kinds of things. He was just really true to quality in many ways 
and I really respect that. 
Margaret - Suggestions for others? 
Peggy- Again, you can do it and get support for yourself in doing 
it. It gets scary being a supporter and that's why you need 
support. Let it be scary and get help looking at what's making it 
scary. 
Eva - If someone would have said to me, "now, let's sit down and 
talk about it", I would have said, HA, HA. 
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I don t know how much I could be a support person. There 
is an incredibly fine balance between approaching somebody 
tactfully and penetrating at the same time. I couldn't do it. I 
don't know how to penetrate somebody else because I’m afraid 
I'm crossing too many boundaries and wouldn't be bold enough to 
do it. It's so hard to be sensitive enough to do it right. 
Peggy - Everyone must support in their own way. The way I do 
it is just because it's me. It could be a real burden if people had 
to do it in a particular way. For example, in reading these 
interviews if someone will feel that they have to be a particular 
way. I think that this is a really important thing to get across 
because otherwise it could feel like a burden, to have to do it the 
"right way".What seems really important to me is that it is an 
expression of personality. I feel this support is an expression of 
who I am. For another person it would be quite different. The 
bottom line is meeting at that kind of deep level . This is who I 
am and this is what I have to offer and I really care about you 
and I want to be there for you. I can think of a friend of mine. If 
I got the diagnosis, the way she would be there for me is she 
would fill up my freezer. She lives 3000 miles away from me and 
she would probably mail me food for my freezer! The support 
wouldn't be so much in talking with her. Sending food would be 
her way of expressing for me that she is really there and caring. 
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Eva - Its hard to say, "Okay, I'm going to be a support person, I 
am going to do this, I want to do that." There is too much thought 
process with that. It's just basically very instinctual, you've got it 
in your gut. 
We have both gotten a much closer sense of living in the 
present. We have come to value personal relationships more, rely 
more on our senses and instincts more. Because of the meetings I 
had with Peggy I have learned that there is much more depth to 
life, more dimensions. I don't think you can say that I'm doing 
things much differently now, but the awareness is different. 
Peggy - There have been things that I've always been curious 
about that I’ve never really had the opportunity to sit with. This 
experience provided that. One thing that I can think of is the 
whole question of prayer and what is prayer and what does it 
mean to live in the present. Not in terms of the way it's described 
from the outside. But what does it look like when you're the 
person looking from the inside out the window. Moment to 
moment, what does that feel like. It is also a very profound 
experience just on the level of living with myself from moment to 
moment. It is just like a major overhaul. My whole engine was 
rebuilt. Its like a major overhaul of my world view. 
It has impacted my work and my relationships with other 
people,how I think of myself, and how I think about what I am 
thinking about. There is a part of me that is noticing what, say, 
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brushing my teeth is like or whatever it is I'm thinking about. To 
me, it s an inspiration, without really having a choice you are 
forced to face the fear of death and you have to live with that 
from moment to moment. Then what’s a little fear like noticing 
and dealing with a fear of talking in front of a group of people, or 
doing something I have never done before? It gives me courage, 
it gives me a lot of courage in a way that is moment to moment. 
Margaret - What might the title be for your story? 
Peggy - "Rising to the occasion" is something that comes to mind, 
just learning how to rise to the occasion when it's something that 
is your worst fear. By doing that, it shifts everything. 
Eva - Breaking Through the Barrier is another title. Rising to the 
Occasion is a good one. Reaching very deep points, like reaching 
the depths -- it's a must. Such a combination between thinking 
and feeling and intuition comes from this. In many experiences 
that Peggy and I have had it is this mixture that helped us reach 
into the depths. 
Peggy - There is one quality that I've been struck by and loved 
about this experience. It's the richness of being able to cry and 
being able to laugh, being able to function with the whole range, 
the whole spectrum of emotions and living. My experience of 
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those close times with Eva has been to talk deeply about things 
that matter and to be able to begin to have tears trickle down and 
also to be able to be laughing together - as well as to be talking 
about very practical things. 
One of the things that I have learned, and continue to learn 
from Eva is how to be a woman. You know, how to feel 
comfortable being a woman. I have always wanted these tips 
from her, and I know that now, by God, I'm going to get them I'm 
not going to put it off, so she's actively teaching me these things. 
Eva - It's like somehow or another you have the feeling that if 
somebody deals with life and death, there are such incredibly 
grave issues that everything is only in black and white. But that 
you also have the capacity to think about this incredibly immense 
subject and at the same time, peel potatoes, and also do those 
things all together. You can have these feelings of being very 
alive and do everything in your life at the same time. It's not too 
much, you can take on a lot more stuff, having this incredible, 
incredible surface and you can touch it all at the same time, and 
feel it all at the same time. It is just rich, it is very rich. 
I had one therapy session with a woman. It was a 
conversation where she basically spoke about the spirituality of it. 
She said, you know, I can't really help you. I have talked with 
people who have had cancer. They either died or they lived, and 
the only thing that I noticed was that they’ve gotten an incredible 
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amount of it. They are getting tremendous things that enrich 
their lives. She said the only thing you can do is live. It was so 
profound. She gave me this incredible story of this man who had 
a crystal glass and he always had it, it was very dear to him and 
he would look at it and the light would shine through it. The light 
would break and he would get prisms of light sparkling off it and 
it was a very special glass to him. At one point a child came and 
knocked it on the floor and smashed it to pieces and he said, well, 
it's glass and there is nothing you can do about it. In a way you 
have to look at life as a great big glass. Sometimes it breaks and 
sometimes you have to look at it as if it were already broken. 
This kind of a thing has stayed with me and I am looking at life 
sometimes as if it were over or, I don't know how I can say it 
best, I can see my children and the light is already gone. It is 
already passed and it's fleeting so much. 
Cancer's Not a Sentence 
Joy Hopkins-Hausman, Bob Hausman, Roz Marcus, Sally 
Wild, Margaret Gosselin and Phil Gosselin 
"I'm learning that we're not separate, we're not separate in 
the true sense of the word. We’re separate in that we have 
our little places, but we're not separate in that we are a part 
of a bigger whole. While we define ourselves as being 
unique and different, we're not. It's not just me getting 
support or giving it. It's different. It's us in it together. 
We're in this together." -- Joy 
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Introduction 
The interview took place in Joy's home, a very beautiful, 
open sunny, passive-solar house, lots of plants all around, open 
floor plan, with one room flowing into the other. My children 
were invited to play with Joy's children during the interview. A 
lovely brunch was served to us all, at Joy's insistence. One person, 
invited for the interview and unaccountably absent, was called 
and awakened. She had overslept and quickly joined us. 
Another person was sick and couldn't come. She called to regret 
deeply and to say that she hoped her voice could still somehow be 
included. 
Present were Joy, her husband. Bob; her friends and co¬ 
workers at the Woodstock Therapy Center, Roz and Sally; my 
husband, Phil and myself. Everyone present was a 
psychotherapist. It is noteworthy that in this support system 
everyone present knew and loved each other. We all had 
histories of various sorts with each other, ranging from working 
together, to having gone to camp together as children, as was the 
case with Phil and Bob. (Although they didn’t remember each 
other until getting together again through Joy's cancer.) I had 
gotten to know Joy primarily because of supporting her when she 
found she had cancer, and we have become good friends. 
Previously we knew each other, but were only "acquainted as 
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members of the same small community in upper New York State. 
Joy had made a video film, called "Cancer's Just a Word Not a 
Sentence" for which Sally, her husband, Neil, Joy, Bob, Phil and 
myself had been filmed discussing our mutual experiences of 
cancer. 
Joy's family and my family have "befriended" each other as 
families too. The boys from each family and the girls from each 
family are roughly the same ages. The boys from each family now 
go to the same Quaker camp that their dads went to (as well as 
Joy). Our girls are always delighted to see each other. The 
children have been of support to each other at times, helping to 
allay each other's fears about their mothers' health. Phil and Bob 
have renewed their friendship. 
Sally, Joy and myself all have a history of breast cancer 
ourselves, as well as cancer in our families. I was diagnosed first, 
in May of 1985; Sally in the spring of 1986 and Joy in the fall of 
1986. Sally had called me, although we did not know each other, 
for support after she was diagnosed. She and Joy have been 
friends for a number of years. Sally and her husband had also 
gone to the same camp, where they had met when Sally was a 
counselor and Neil a camper. We have all supported each other at 
various times, in lots of different ways. For many months we 
three met during lunch once a week to support each other, each 
taking a twenty minute turn to use as we needed at the time. 
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Sally had spent the last several days with her sister who was 
undergoing surgery for cancer. 
Throughout the interview there was a lot of laughter. 
Several times people cried. There was also a great deal of 
commenting back and forth between people. The interview was 
clearly theirs and not "mine." It soon became obvious that the 
interview itself was being used as an opportunity to acknowledge 
and praise the support that had already been given, to give 
support in the moment, and to say to Joy (as well as to each other) 
that we will be there for her in the future, in sickness and in 
health. In listening to the interview tape, there is evident support 
for whomever is speaking in that you can hear the rest of the 
group often commenting, "yes, yeah, I agree, uh-huh", almost as a 
background litany. 
I felt extremely supported during this first interview. 
People had gone out of their way to get together. These were 
people who had come to know me over the past few years, who 
took delight in telling their story and delight in helping me with 
my dissertation by the telling. Perhaps here was a group that 
delighted in helping. After the first couple of questions had been 
answered carefully and caringly, I started to cry with the intense 
realization that, yes, I really could do this dissertation. I was not 
"on my own" in studying support. I was supported by the people 
I was "studying". 
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The Interview 
Joy -I feel like my support system was in concentric circles. I had 
support people who were very very close to me, a little circle that 
was comprised of people who had cancer and immediate family. 
That seemed important to me as I think back on it. Then I had 
another circle which Roz was part of. It was really women friends, 
all women. Then there was another circle, friends, acquaintances 
who did things like prepare food and bring it and send cards and 
called and were very gracious and concerned, but they weren't 
part of my daily life. So this was three circles. Then there was 
another one which was far distant friends who sent cards and 
things. The two inner circles were not rigid. So support for me 
took a lot of different forms: Emotional support - everybody in 
this room gave me a lot of emotional support. Then there was 
more the functional support, keeping the household going. 
That brings to mind the healers who came into my life. 
They are another circle. I was so fortunate to have such incredible 
healers come into my life. When I think about it, it really blows 
my mind. When I talk to other people about getting good health 
care, I am really so impressed with the circle of health care 
providers that I had. Some people say, well, you were really 
lucky. There's some truth to that, but I also sought them out. I 
wasn't passive. I was actively involved in getting people involved 
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in my life. 1 went out and sought those people that I could really 
relate to. 
You know, you talk about enhancing relationships, there's no 
doubt in my mind that I became much clearer about the people I 
wanted to be involved in my life. My circle of friends got a little 
bit smaller but infinitely more intense. My relationships have 
gotten deeper as a result of that. I think that came directly out of 
my experience with cancer. I'm sure it did. 
I can think of some people when I think back that weren't 
able to hang in there on a certain level. It's true. Some people 
really couldn't hang in there with cancer. Some people couldn’t be 
there with it. They could be there at a certain level, but couldn't 
really connect. It's quite interesting. This whole cancer 
experience has definitely brought my family closer together. First 
of all my sister died a few months earlier from cancer. Going 
through that with her was just profound for all of us. My 
relationship with my mother is at a completely different level 
than it was. I never had real conversations with my mother 
before. 
Bob - That reminds me of several people geographically 
widespread, people that care about you who weren't around to be 
in your lifespace but who wrote you, who sent you material, who 
expressed their love- it wasn't just get well cards, but lengthy 
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letters, phone calls of people who let you know that you were 
important. 
Joy - I think that there's a shift that was important, that took 
place with people. When people found out I had cancer, they saw 
me differently. There s a shift that occurs in how people view you. 
There may be fear that comes up for you and themselves or it 
may be like a stigma in a certain way. It's like, this person has 
cancer, and that's the focus, that's how they see you and after a 
time when they see you functioning in the world, when life is the 
same, or better, then there's another shift. I don't think people 
now look at me in the same way I used to think they looked at me 
which was "Oh my God, she’s going to die!" 
Margaret - People feel if they are going to connect with you, they 
better connect now because you might die. 
Joy -Yes. I remember all the phone calls coming in and I 
remember feeling like I had to tell them what to do. People were 
calling and asking what to do and I had to tell them what to do. I 
remember one point upstairs, we were in the bedroom and the 
phone rang. I was exhausted from talking to people on the phone 
and started to cry. I told Bob, I cannot tell one more person what 
to do, I don't care what they do. Tell them they can do anything 
they want. So the thought is: don't call and ask what you can do. 
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Don’t call the person with cancer and say what can I do, but DO 
something! Figure out what the person needs. 
Bob - I remember handling a lot of those phone calls too and 
trying to figure out what to tell people, how they could be helpful. 
Phil - Kind of a clearing house person. 
Margaret - Phil was my clearing house person. I stopped 
answering the phone all together. He would take all the phone 
calls, which was just fine with me. 
Bob -It’s an important role for someone to have and for that one 
person to be in touch with the person who has cancer and to say 
what do you think you need right now, do you want visitors, do 
you want food, or peace and quiet. What struck me most was the 
decision making process, that was hard, how to decide about what 
doctors to see, how often, how to interview them, deciding about 
other therapies, how to process information. (Joy - Having 
someone to help you do that is really important) Having someone 
to bounce it off was important. The ultimate decisions were yours 
and you devoured more information than anybody else and made 
more decisions, but having other people to consult with was 
important. 
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Margaret - In your support system, you had lots of people around. 
It wasn't a dearth of people. It's a different kind of sorting out. 
Some people will have to bring the people in, because they don't 
have the people, but with you, you had to make decisions about 
which of us you wanted when and how. 
Sally - Did you two [Margaret & Joy] get to know each other 
because of cancer? (Yes.) Because that’s how I met you 
(Margaret) With my infamous phone call, asking, "How's your sex 
life?" (M-On the phone — I'd never met her — and she's asking 
how's my sex life! I thought, "This woman is interesting and I'd 
like to get to know her!") My sister had had mastectomy. She 
never slept with him again. She and her husband split up. And 
the same thing happened with a good friend of mine. That was 
my total experience with cancer. The two women I knew who had 
mastectomies both stopped having sex with their husbands. So it 
was a real important conversation for me. 
Bob - It's true it didn't always work smoothly. We had 
difficulties as individuals and sometimes as a couple. So we 
needed people who accepted us and still stayed connected no 
matter what. Probably an important part of staying alive was 
staying connected. 
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Joy - Sometimes there were times when I felt I hope I wasn't 
burdening my friends too much. For me, one of things I learned 
was how to be more with myself, which is real interesting. How to 
develop my relationship with myself more deeply. It's been a 
very big part of my healing process. Supporting myself. 
The truth is there was so much love there, so much 
acceptance, that I got past it, but some of those feelings would 
come up sometimes -- am I asking too much. Roz, I was just 
getting to know you.What was it like for you to be there for me? 
Roz ~ The first time I thought you thought I was really 
supportive was when I saw my name in the thank you list on the 
video tape you made. Because I didn't see myself as being that 
supportive. I saw myself as loving you and being there for you 
but I didn't do anything for you. I didn't cook for you, for 
instance, like so many others did. I couldn’t mobilize myself to do 
it but I could always mobilize myself to think about you in loving 
way and to be around you very lovingly and very acceptingly. 
Which was not something that I did because I felt I needed to do 
that but I did it because it was the natural thing to do. Not that I 
was doing something special. When I saw my name on the video 
tape, you said, "Wow, did you think it wouldn't be there?" And I 
thought, "Yes, I did, I didn't know that it would be there." It 
didn’t occur to me that you thought I was that important in your 
support system. Because I didn't do all those functional kinds of 
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things that I knew other people were doing. I just felt it was very 
easy for me to be there with you and to love you, because I did 
love you, and to want the best for you. 
Phil - I agree with Roz. When you showed the film in Woodstock 
and I was listed, it was an incredible thing for me personally, sort 
of totally different from day to day life, that all those people listed 
on your video tape had pulled together. Boom, you know, hey, 
there's my name on the screen, this really happened. I really did 
this, you know, we all did this. 
Roz - I always knew you were pretty remarkable, Joy. I knew 
that you were pretty special. But I saw that film and I was just 
astounded. Just astounded. 
Joy - -What really sustained me was people who really loved me 
and who were there and who (Joy begins to cry) could even look 
at my breasts and who could laugh with me, just be there, in a 
very human way. That was the healing. That for me was what 
part of the healing, the deepening of the love. You have just 
always been such love person for me. 
Roz - Well, it's always been very easy with you Joy, easy to love 
you and be close to you. Again, I never felt like I was doing 
anything. I just felt I was doing what came naturally and that it 
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was as important for me as it was for you. Accepting you and 
having you love me back was as important for me. 
Bob - It occurs to me that there's another part to this having to do 
with the people who were working with you at the Women's 
Center. Despite your medical situation, their assumption was that 
you were going to continue to work with them, to be there and be 
a part of the Center. So that throughout that whole period, when 
you stopped a bunch of things, there was also this connection with 
this ongoing part of life. And the message there was, yes, you're 
going to survive this and when you come back to work, you're 
going to function. 
Roz - It's true. I never for minute thought you were going to die. 
It didn't EVER occur to me. I knew you had a serious illness and 
I knew you were going to get through it. I was sure you were 
going to survive. I made that assumption from the beginning. 
Bob - Not everybody did. I think that that's an important 
characteristic of a support person -- at least that someone dealing 
with cancer have someone in their life who is supportive in this 
way, who really believes that the person isn't going to die. Some 
people believe that the diagnosis means that someone is going to 
die, it’s just a matter of how soon. 
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Margaret - I don't think I thought that. I thought that you could 
survive, but I didn't know that you would. 
Sally - That's interesting because Margaret and I both have cancer 
and ask ourselves that question all the time. I felt the same way 
about Joy. 
Roz - To me, it was like, I really didn't have a question about it. 
To me, she was going to go through this very horrible difficult 
thing but she was going to survive and she was going to be there. 
Joy - I just kind of veered or steered away from those people who 
didn't have some faith in my healing. 
Joy - I remember the first time that we went out, the four of us -- 
Phil, Margaret, Bob and me —together, right after I found out I 
had cancer. I hadn't had surgery yet, I had just found out I had 
cancer and I was in very scary place. You two were great. You 
were wonderful. Bob needed to talk with you, Phil, just to connect 
with this man who went through this thing with his wife. That 
was really important to him. And for us to see this couple that 
was together and had been through this thing that was so hard 
with their relationship definitely in good place. 
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Bob -Including sexually. You talked about yourselves and your 
experience and were able to describe or to infer at least about 
sexuality as well as about survival. That was a concern to me. So 
I can remember that evening very well also. 
Joy - It was so powerful to me. I remember coming to that dinner 
so heavy and so burdened and so concerned and scared and 
leaving so much lighter and so much, like, just ok. Feeling we can 
get through this. This couple did it and they seem in a really good 
place. Philip hasn't left her. He’s still there. You hung in through 
the whole thing. 
I’ve always been involved in support groups in a variety of 
ways. I’ve run support groups, I know how valuable support 
groups are, I know how isolation leads to despair. Its just been a 
part of my life always, an important part of my life. 
Sally - I’m just trying to remember the specifics of supporting 
you. I can’t remember the specifics other than just loving you. 
And also knowing that you had cancer as I had cancer. That was 
all very scary but I also felt real good when you could call me and 
talk and I could listen. I just felt real good about that. I also felt 
this enormous amount of support from you. 
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Joy - It was very reciprocal. The three of us, Sally, Margaret and 
myself, because we were going through similar stuff. We had this 
little support group and we loved it. (All affirm this.) 
Margaret - You know what I remember. It was a phone call, 
when you called me. There was some point during that call, at 
which I said to myself and I probably said this to you - 
"Anything you want, Joy, anything at all (tears). That I would 
totally do it for you and I knew that it was true. Any of my 
knowledge -- from going to all these crazy doctors, any sitting 
together, any talks, any therapy, food, kids, showing me off to 
your family -- "Here's a live cancer survivor!" 
Joy - I did, I did that a lot! (laughter) 
Bob - The ability to be there, to listen, that felt good to you, Joy. I 
think it's characteristic of somebody who's a good support person 
It's not necessary to jump in and take an active role. It was 
important — to Joy and to me - to know that a small handful of 
people were there who could genuinely be supportive. She didn't 
have to figure out how to use your support. It was there, just 
when she needed it and it wasn't intrusive when she didn’t need 
it. It's a more passive position as a supporter, saying whatever 
you need I'll do but not demanding to be a support person. Just 
being there and available. 
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Phil - The hardest thing about supporting is that you don't know 
how its going to turn out and you don’t know how long its going to 
go on or what the end result is going to be. 
Margaret - And if I start thinking of-the reward being Joy's living, 
its really hard. It's more the process. It would be hard for me if I 
really thought a lot about life and death. Easier if I thought about 
being with you at the moment. That stands out for me. 
Bob - The hardest thing for me was knowing what to do with my 
fear. Whether to mask it, which I think I did a fair amount of, or 
to share it, which I did sometimes too. I didn’t always feel fearful 
but when I did, which was often, what to do with that. It didn't 
feel appropriate to say to Joy, I'm really scared at times, but then 
there were occasional times when I did. Sometimes we both were 
scared together and we could share that with each other. The fact 
that I could express my fears gave her permission sometimes to 
express her own. When it felt so oppressive — like, cancer is the 
only thing in my life - I would need to express that in some way, 
to release that in some way. I guess a few people were 
supportive to me in that process. Philip was. Both you and 
Margaret were. So was Joy, actually. 
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Joy - That brings up the issue of support people getting support 
for themselves. For me, I could give out some support to my 
supporters, but I couldn't give out the degree of support that was 
needed. I couldn t do that. I just didn't have the ability to do 
that, but I could give him some, especially if I was feeling in good 
place myself about things. 
Margaret - One thing that strikes me is that Joy is, as Roz said, an 
easy person to support. She gives us lots of strokes. Its true. Its 
one of your most powerful powers. 
Sally - It was very easy to support you, I felt honored to support 
you and I just spent two days with my sister who was in the 
hospital for cancer surgery, who trashed me the whole time. 
You're a lovely wonderful person to support and I feel enriched 
by supporting you. This all is so clear for me because of my 
sister. When I was at the hospital for the past two days, it was 
very hard. It was very hard to love her. At one point I had to 
leave and I went back to her apartment. I cleaned her apartment, 
cleaned her fridge, brought her milk and her fruit to her 
neighbors, cried, prayed and was able to go back and love her. 
And be much more there for her. It was easier for me to support 
her concretely and easier to support you by just being here, the 
intangible stuff. 
150 
Margaret - It may in part have to do with Joy's ability to reward 
us for giving intangibles. Not everyone can. If you can't really 
see it, then what is this person doing for me? But you were very 
responsive. (Joy and Sally going "yes, yes" throughout this last.) 
Roz - While you were sick, there were irritations at the Women's 
Center. I felt like saying, "JOY! What are we going to do about 
this?!" But, of course, that was not something Joy could be 
occupied with at that time, but I was so angry. 
Margaret - And you didn’t feel like you could burden Joy. 
Roz - No. I talked to her about it afterwards, but I couldn't talk to 
her about it then. It was so minor compared to what she was 
going through. 
Margaret - Everything relative to cancer seems so minor that you 
can't even bring up the big things. (All agree) 
Bob - I remember one difficulty, which was how to thank people. 
Lots of people did lots of neat things It's really true. How to be 
grateful for all that? I couldn't keep up with it. It just happened, 
way too much too fast. That was I guess an irritation, I guess I 
sometimes took it that way. To be more demonstrative, write 
them notes, telephone them and so on. 
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Sally - Like at a wedding! (laughter) 
Bob -You want to acknowledge their wish to be involved and the 
genuine help they gave and I couldn't do it. 
Joy - I can echo that. It was feeling that same thing of wanting to 
give people back something. 
Margaret - You re taking so much in, you are on the reciprocal end 
of things, the balance. Normally I’ll have you over for dinner, 
then you’ll have me over for dinner. This is a whole other world. 
Those rules don't apply any more And it's a little bit hard to get 
used to. 
Joy - For me, it was reciprocating. I couldn't for a while because 
of the surgery and the chemotherapy. Burdening other people 
with taking care of the kids at certain times or can I ask again for 
another favor, and people would say yes, but then my hesitation 
in that area was the highest. For me probably one of the hard 
parts was taking support from people and not feeling like I had to 
give, just taking it and not having to give something back. Hard. 
Probably the hardest thing for me. 
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Margaret - I felt that very strongly when I was sick, and 
especially when I was going through chemotherapy. Can I ask 
agMH for another favor? And yet, the odd part is, I didn't feel 
that from you or from you, Sally, when you were sick. I didn't 
feel, oh, here s Joy again asking me again. I don't remember 
feeling that ever. Like, yuk, she's caHing me again, she wants Julia 
over here yet another time. 
Phil - If we felt that, we wouldn’t be here. We would have been 
selected out! (Laughter) 
Joy - Sometimes it was hard to say, no, I need my space, or 
something like that, like I don't have the energy to do that. I 
don't have the energy to be actively supported right now. And I 
found that there's delicate balance between wanting to be alone 
and feeling isolated. There were times when I felt isolated, it's 
not that that never happened. I remember one time being home 
and feeling really sick and more than anything, depressed, not 
really physically sick but really depressed, and wondering who to 
call. And calling people and nobody was home. I got answering 
machines and nobody was there somehow. Bob was working and I 
just felt very depressed and finally I reached, for some reason I 
called Marty Klein [a blind therapist friend]. I used to do co¬ 
counseling with him and he's always been an inspiration to me 
and I needed somebody to inspire me. So I called him up and he 
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was wonderful. So it was important to persevere. When the 
doors weren’t open to go to the next door, to knock on the next 
door and hope that somebody will answer, and if not, knock on 
the next door. 
Margaret - It s interesting because I think that getting a diagnosis 
of cancer can give you permission to keep knocking on doors. 
(Sally- Yes.) If one s not open, then go to the next and someone 
will may open and give you a big hug. 
Joy -Also looking for people who will inspire you, is so important. 
Margaret - Sometimes there was a feeling of, have I done enough? 
Could I do something else? From the depths of my soul, what 
could I do? Sometimes feeling like I didn't have the capacity to 
dig a little bit deeper and then I would have to withdraw. It was 
difficult for me to withdraw,to give myself the space and step 
back and go home, lay in bed, or snuggle up with Philip and forget 
about you. For whatever reasons, to give up that responsibility so 
that I could get rejuvenated. Even when I would try to do that 
sometimes, Joy would come into my mind. And I would be 
asking myself, "Is she all right, is there something else I could 
do?" Because it's realistically, a bottomless well to support a 
cancer patient. You could take as much support in various ways 
as we could possibly give. (Bob - That's right) And we can't 
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possibly give that much. You had a different boundary, Sally, 
when you got that job. And you clearly chose it and it was away 
from some kinds of support of Joy. 
Sally — Yeah. It was hard. 
Joy - You all had to focus on what you can do, and not get burned 
out. 
Margaret - I think I had to come to terms with not being 
responsible for Joy. If I picked up the phone and called her once 
more, is that going to save her life? 
Joy - My friend was going through this separation and divorce 
stuff which was really big. Afterwards, at one point she said to 
me, "I was so pissed off at you that you got cancer at that time. I 
really needed you." I could be there for her but certainly not in 
the same way I was before. So, she felt I let her down when she 
really needed me. She supported me in my crisis much more than 
I could support her in hers. 
Bob -There were times when Joy was wiped out and so being a 
support person meant picking up her family burdens, whatever, 
especially around the children. 
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Joy - You know it was very hard for your parents when they 
came. They left after a short time. Do you remember? (Yeah) 
This is the thing about how supportive some people can be and 
their limits, that people reach their limit. They were very 
supportive and they helped with the kids and everything but they 
had to leave. They had a very hard time seeing me in pain. That 
is hard for some people who are supporting, to see a person that 
they love suffering is hard. 
Margaret - I totally relied on my family to rejuvenate me to come 
back to be with you. I think I also relied, in a funny way, on the 
good times that we had while I was supporting you to get the 
energy to continue. 
Sally - Yes, oh, absolutely. It was very positively reinforced 
Roz - And despite the fact that you got sick, you didn't seem to 
be less a support. I didn't ever feel like I wasn't getting anything 
in return. I got something back from giving to you. With caring 
for my mother it was just task after task after task, energy after 
energy after energy, and being depleted and feeling like I had 
nothing left. 
Margaret - It occurs to me that there are benefits for us 
supporters, just by giving the support. (All agree.) You don't have 
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to respond at all. We’re getting off on giving the support. It gives 
us a chance to feel, oh, aren't I a good supporter, a good person. 
(All agree.) 
Bob - Be selective...choose carefully who you are going to really 
feel supported by if you're a person- trying to form a support 
system. 
Sally - Be nice! (laughter)...It's hard to make a formula for 
someone forming a support system. 
Margaret - And thank your supporters. For those who need 
advice and it doesn’t come so easily like with Joy, show your 
appreciation. 
Roz - Just be easy. Just not have the idea that it's coming to you. 
Don't guilt trip like my mother. 
Joy - The rules and regulations of supporting (laughter). 
Roz - Cultivate support when you can. Don't cultivate it when you 
need it. Cultivate it in your life. This is a life-long process and 
it's really important to know that it's a life-long process. 
Something is going to happen and you're going to need those 
people! It's a life-long process and it's something I think everyone 
needs to work on. You can’t do it when you need it. So that’s 
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Joy's skill. That's something that Joy does well. Because you're 
able to cultivate friendships and love people. When you're in crisis 
you feel like, if you have friends around you, you really have 
something special. You're lucky. But it doesn't have anything to 
do with luck. 
Margaret - Assess your support system for the strengths of it 
already and build on those_strengths. (Bob - Yes. Joy - Yes. Phil - 
And it will get stronger.) 
Joy - Part of developing your own support system is being there 
for other people. It's like a circle. 
Sally - It really is time to look at yourself when you're diagnosed 
with cancer. How’s my relationship with people? How do I relate 
to people? It’s a time for healing relationships. If you can look at 
healing relationships, instead of looking for a mechanical support 
system, then the support system will follow. 
Margaret - Not what can I get from people, but how can I relate 
with people. 
Sally - Anger and resentments. That’s the stuff you have to take 
care of first before you can build a support system that has any 
meaning and that’s going to feel like real support, 
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Phil - I don’t think you can feel, well, today I'm going to heal my 
relationships, no. But in a sense, when you're faced with a life and 
death thing, it might even be healing in a sense. In many ways, 
including for relationships. You're threatened by a life- 
threatening situation and so you remember all the valuable 
things in your life. Suddenly they become much more valuable 
and that s very attractive. Suddenly you re very alive in a certain 
way because you know what has been good and you care 
probably more about it than most of the people around you. That 
can be very attractive and very helpful. It can attract support. It 
can change relationships. 
Sally - It does do that. 
Roz - When people become sick, and they're in crisis, they think 
about their lives, and what they're not doing right in it. They 
begin to want to make it better and want to live life to the fullest. 
And then they begin to think about these issues, about 
relationships, which are the most important thing in your life. 
That's more important than anything. 
Joy - At times I was too needy, almost, for other people to enter 
into my space. The less needy I got and the more I gave, the 
more people were able to come into my space. 
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Margaret - So, one advice might be, don't think of yourself as only 
a cancer patient, as only being able to receive. 
Joy - Absolutely. 
Sally - It just goes back to the basic: What good things can you do 
for yourself so that you are less needy so that you do attract a 
support system? 
Margaret - I am aware that if I get sick again, I have people that I 
can really rely on. More so than when I got sick the first time 
even. I certainly have you people! 
Sally - Yes, oh, absolutely. I am even aware sometimes of 
cultivating people because this person would be a Godsend if I 
were to get sick again. (Chorus of agreement). 
Sally - A practical thing about creating support systems is that I 
know for me that both Neil and I got into 12 step programs after 
my surgery. That has just been an incredible support system for 
me and it is something that is ready made, it's out there. For me, 
it looked at all those real basic things. For somebody who doesn't 
have people around, who has just moved or who has been a loner 
or something, it's a ready-made support system. There are now 
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12 step programs for alcoholics, in-grown toenails, dysfunctional 
families. (laughter and jokes about toenails...giving them up to 
higher power...)...in many communities now there are self-help 
clearing houses so you can call a self-help clearing house, you can 
join a cancer support group, perhaps at a hospital. Or start your 
own. 
Joy - I think a big part of, that there was a lot of humor involved. 
Actually everyone I hang out with, my support system, has some 
sense of the craziness of life and the irony of it all and will take 
themselves seriously of course, but not to the point of being 
deadening. (Laughter) 
Margaret - One chapter would be having fun. 
Joy - Step lightly. 
Margaret - Reciprocal something would be another. 
Sally - Its interesting. When you asked that question. A lot of the 
stuff just pops out of the video. I was thinking for the title of the 
book. Cancer's still a word, [video title continues: not a sentence] 
Or not a sentence. And there were sections of the video like 
having fun or friendship or children, family, food. 
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Joy - You know that song from thee I receive, to thee I give, 
together we share, by this we live. The Robbie Gass song. I think 
that s so true. That s the essence of it. I think that what were 
learning is taking place on many different levels, in many 
different ways. We're learning that were not separate, were not 
separate in the true sense of the word. Were separate in that we 
have our little places, but were not separate in that we are a part 
of a bigger whole. While we define ourselves as being unique and 
different, we're not. It's not just me getting support or giving it. 
It’s different. It's us in it together. We're in this together. So 
you don't feel superior or inferior. It's just we're in it together. 
My friend, Fran Peavy said it's not your cancer, it’s our cancer and 
you're manifesting it. It's our society's cancer and some of us 
manifest it and others don't. We're not quite sure why. 
A Conspiracy 
Katja Hahn D'Errico, Beth Kuilduff, Renate Rikkers, Ellen 
Tadd, Jack Wideman, Ellen Wolf 
"Whenever things were bad, one of these three would sit 
there and all I had to do was just open my eyes and I knew 
they were sitting there and I didn't have to speak and I 
didn't have to do anything. It was wonderful. Somehow life 




There is something for each of us to get from the support 
we give each other.. I think there's such a tendency for us to 
not reach out because we think were vulnerable reaching 
out. At the same time, when you realize that reaching out 
means supporting each other and giving each other a lot and 




Katja Hahn D'Errico was diagnosed with breast cancer four 
and a half years ago. Following a mastectomy, six weeks of daily 
radiation was sandwiched in between one and a half years of 
chemotherapy. At the time of her diagnosis, Katja was very 
depressed over the break up of an intimate relationship and was a 
single mother parenting two teen-age sons. She worked at the 
University of Massachusetts, helping students learn to work 
cooperatively to manage student businesses. Although she knew 
that she had a lump in her breast, she told no one for a year and 
feels that she was suicidal. In large part, Katja's story is that of 
dramatic psychological and spiritual turn around. Today Katja is 
delighted with her "survival" and the many changes with which 
cancer has etched her life. 
Katja is known in her community as someone to call for 
support if you are diagnosed with cancer. She gives support by 
frequent phone calls, visits and the ability to stick it out no matter 
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what. She does not retreat as someone is dying. She remains 
fully present for the patient and continues supporting their family 
and friends. This is the kind of unconditional support which she 
received from her supporters. 
For Katja's interview, five people were present. The people 
present had not previously processed their experience supporting 
Katja through her illness with each other or with Katja, and 
obviously welcomed the opportunity to do this in the interview. I 
gladly provided the dinner, which Katja had insisted upon to make 
people more relaxed. Shortly after dinner began, people began 
focusing on what their experience together had been like and I 
turned my tape recorder on. It was obvious that people were 
eager to start. 
As we sat around the round dinner table, set with the silver 
and china from Katja's German family, I could easily see the 
delight and eagerness with which people had come. Jack 
Wideman, Katja's Professor in Existential Psychology at the time of 
her diagnosis sat to Katja's left. Jack is known to his students as 
someone who is highly supportive and inspirational. It was to Jack 
that Katja went first, immediately after her diagnosis. Ellen Tadd, 
Katja’s meditation teacher and a psychic who channels what her 
"guides" tell her to say that would be of help to a client, sat next to 
Jack. Ellen first saw Katja a few days after her surgery and Katja 
continues to find it helpful to go to her once a month for 
meditation and channeling sessions. Beth continued the circle at 
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the dinner table with a smile that lit up her face from time to time 
as she talked. Beth also worked in administration at the 
University. During the dark nights of retching after chemotherapy 
(every three weeks for a year), it had been to Beth that the role of 
caretaker had fallen, Beth had stayed at Katja's house during those 
sleepless nights and had held her and comforted her hour after 
hour. Beth had retreated from Katja during the last few years, 
having "burned out" as a supporter, and had only recently gotten 
in touch with Katja once again, now for support in dealing with 
her own mother's cancer. Katja's old friend, Renate, sat next to 
Beth. Both Renate and Katja grew up in Germany and find support 
in having a friend who shares their same cultural background, 
history and first language. Renate writes a health column for the 
local newspaper and teaches exercise classes. Ellen Wolf, who also 
works at the University, completed the circle before me. Her 
quiet self-assuredness obviously enhanced Katja's support 
immeasurably. 
Beth, Ellen Wolf and Renate were the central threesome in 
Katja's support system, her "intensive care unit", as she calls them. 
At least one, and sometimes all of them, would accompany Katja to 
doctor's visits, coming into the room with Katja to ask questions 




Margaret - How did this support group come into existence? 
Renate - I never thought about it! 
Katja - It happened so fast that there it was. I don't think it really 
went through a formation stage. It just went! 
Ellen Tadd -- I think you became aware, Katja, that if you were 
going to heal, you were going to work physically and emotionally 
(Katja - Yeah) and spiritually. Because you were aware that you 
needed to work on all those levels, you sought out people who 
were able to help you on those different levels. I think you 
created that framework, in a way that was very broad because of 
the way you envisioned the healing process that was necessary. 
Margaret - So your perception was that she created it. 
Ellen Tadd - Oh, absolutely. (All saying yes. ) You sought it out. 
Ellen - We got our clues and inspiration from Katja. 
Margaret - So you all remember her calling you and saying help. 
Ellen - It wasn't like that. 
Ellen Tadd - It was finding people who would be able to help her 
in a certain aspect that she needed help in. And her ability to 
pick out people who had strengths in certain areas and then 
grouping them together to create a whole sense of healing which 
not one person would have been able to accomplish. 
Katja - And yet, I have always had the feeling that the 
groundwork was really laid before the diagnosis. I really had the 
feeling that Spirit provided even before I was talking in those 
words. When Jack had mentioned Bernie Siegel in the week 
before in class, and what is really alternative healing. So when I 
got the diagnosis a block away from Jack's office, it was very 
natural to go to the person who had talked about it. So in that 
sense, I felt that spirit provided. Then there was Norma, with 
whom I had worked before and I had left therapy with her 
without any explanation to her and I called her up and I said, I'm 
ready to work now. So it wasn't this conscious seeking, it was 
kind of the door was open. 
Ellen Tadd - I think that you were consciously seeking and the 
opportunities were provided for you. You were looking and you 
were looking for these different areas and aspects. I think you 
had your slots and you didn’t know who was going to fit into 
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them, but you knew you needed emotional, mental, spiritual, 
physical, and then Spirit provided by the filling of those slots. 
Katja - Some people were already in those slots. Don as my 
advisor. Bob who had been my mentor at work already. So those 
roles just clarified more and continued. And our friendship and 
my friendship with Renate and Ellen somehow, that was just, 
there was an enormous sense of comfort. You were just there. I 
remember when we went down to the doctor in Hartford. 
Renate - What a threatening group we really were. The three of us 
went. 
Beth - To make sure that he covered the ground. (Laughter 
throughout this recollection) 
Katja - His receptionist said on the phone, the more the merrier. 
Renate - Yes, the more threatening times are more in connection 
with the hospital and with surgery, and with our being there and 
expecting to be dealt with as family which didn't work at all. 
Ellen - Since Renate knew one of the pathologists, since they 
weren't going to approach us, in the cafeteria, she went over and 
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sat down and said, The results please. I want to hear them, and 
what's going on. 
Renate - I think we were definitely very threatening to the 
surgeon in our expectation to be dealt with very candidly and 
openly. 
Margaret - You didn't meet the normal definition of "family". 
Renate - No, we didn't, but Katja had made clear to the surgeon 
beforehand that we were to be considered as family. 
Beth - And in fact the person he did talk with was Peter, your ex- 
husband. 
Katja - I remember the time we brought Bernie Siegel's book to 
the chemotherapy. I really wanted them to read it and when the 
oncologist said, she thought it had nothing to do with attitude. 
Bethie and I just looked at each other. 
Beth - But you kept trying, every time we went back. I was very 
proud of you because you kept bringing your life into her and 
letting her know that even though she held different views, you 
wanted her to know that there were other ways of looking at 
things and dealing with it. I think it opened her up. She was 
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certainly not a follower of Bernie Siegel after that, but there was a 
big difference I think. 
The doctors had something to give in the situation, and Katja 
was also bringing something. It was certainly a different dynamic 
than the oncologist was used to. She was used to being in control, 
in charge, with all the answers and you listened to her. Katja was 
saying, but I have something. 
Katja - She is still my oncologist. Two months after it all I went 
back. She was very nice. And I said, I wanted to give her 
feedback of what this had been like for me. I told her that she 
wasn't available, that she only worked part time, she had a second 
child, that that for a critically ill person is very hard, that she 
didn't get back fast enough to me when I called, yet she gave very 
good injections. I liked her gentleness. The office was poorly 
organized, they needed a manager. 
Then she gave me feedback and she said, you have been the 
most difficult patient I ever had. And I asked, would you explain 
what "most difficult" is? She said, you challenged me every inch 
of the way. I said, "I'm not aware of that. I didn't do it to 
challenge you, I just didn't understand how one could be any 
other way." Then she told me what she had learned. At the end 
she said an attitude might have something to do with healing! It 
was a very moving session. 
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Another thing I think that we all learned is that the people 
who do something with you medically are as important and that 
one really needs to send them "golden light" and hold them in 
light. I think going in there and doing one fight after the other 
doesn't really help. 
Renate - I think that without a support system, it would be very 
difficult to take that stance with the medical profession. I think 
that was much more possible because there was force behind it. 
Katja - Once it became clear to me that this was not just a breast 
cancer, that it had to do with all the facets. I couldn’t just put a 
bandaid on. I couldn't just see what could the chemotherapy do, 
because in my eyes, it could only work if the other parts— spirit, 
mind, body and emotion - were coming together. We had a lot of 
questions every time. 
Margaret - Did you want to clue the oncologist in so that she 
could better help you? 
Katja - I didn't see my self as a breast cancer. I saw myself as 
recuperating and part of the recuperation was this very exciting 
exploration -into the different realms and connecting them and 
finding the balance for healing-which had opened up. I think 
that was hard for the doctors to follow. I think my acupuncturist 
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is incredible. Some alternative people were also threatened 
because I worked with this whole gang. My joke was always, if I 
die, nobody will be responsible and if I live, al lot of people will 
feel very happy. So I can't die. 
Ellen Tadd - I think, Katja, that you went through a rebirth and 
that your whole philosophy of life changed. Not only was there 
the exploration of these different aspects of yourself, but there 
was also a rediscovering of what life represents and what 
everyday represents. So there became a reason to live and in that 
reason to live there was a sense of wanting to do the work to heal. 
But I think that the underlying aspect was that your philosophy of 
life transformed. 
Katja - Yes. 
Margaret - Maybe each person can describe why you're here and 
what brought you here. 
Katja - I would love to hear that from people. 
Jack - If you were to say what made that hour decisive, I could 
speak to what I recollect. 
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Katja - For me it was to recognize the difference between wanting 
to die and being tired, and what tiredness means, to make that 
distinction, and that it was all right to be tired. And it was all 
right to rest. It didn't necessarily mean to throw it all out. 
Jack - You came in with the question of, oh, my God, what am I 
going to do now. 
Katja - You were able to help me see it inside of myself, what was 
really going on in here and what was this inside, what was this 
tiredness I was feeling. 
Jack - Then I guess some of it is coming back and I do remember 
it a little differently. 
Katja - So what do you remember? 
Jack - Oh, I remember your saying, "I was so foolish, I knew it 
was there and I should have taken it to a doctor sooner but I was 
pre-occupied with being there for my mother and her death. As 
soon as I got through that, then I turned my attention to me and I 
had the cancer." There was alarm and distress and the question of 
what am I going to do now. And I know about fighting it but I 
don’t know if I can fight it. I think maybe it can get the better of 
me. I said, "I don't think your dying. I think you're tired." That 
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seemed to shift a lot. And then an issue became "How can I get 
rested?" and what I recall as a crucial decision was whether or not 
you had the right to ask your ex-husband to take care of the kids 
for a while so that you could clear the house and get the teen-age 
rubble out of the way. (Katja-laughter) 
To clear the space and make the kind of space that would 
be peaceful to you and express the way you wanted to be in the 
world. I saw you leaving the room sort of holding that as your 
firm focus and determination that "I do have a right to have this 
for myself, not even ask for it, but to say it, to tell it." 
Katja - So that's what I described as the process of taking it inside 
of myself. Getting out of that role of victim. I walked out 
transformed. 
Ellen Tadd - Sounds like you gave her hope. 
Katja - Yes. And the whole class stood behind me too. I 
remember the day of the surgery, you had class and the class 
made a tape, a healing tape and Jack brought it to the hospital. 
The healing tape was just amazing. It was just amazing. It could 
have raised the roof. (J - cut through the roof) 
Jack - It was at the time when you were coming out of the 
anesthetic and we were in the class and Paula {student] said "I 
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would like to do something and would you be willing to join hands 
and drop down inside and image a light joining in a circle and 
then one light and send it to Katja." Nicely done, very palpable. 
And then I hear from you, with that beautiful mischief in your 
voice, that "the poor anesthesiologist didn't understand why I 
came out of the anesthetic with no side effects." 
Katja - I think what happened, you know, in Kubler-Ross terms, is 
that I came out of denial. I mean I knew that the tumor was 
there. I really wanted to die. It was an enormous secret which I 
had kept and nobody knew. So finally it was out. And I had a 
right to be tired, but it really didn't mean that I necessarily had to 
die or was wanting to die. In fact I didn't want to die. In fact I 
was tired. And now let's do it. And I think that in many other 
cases the denial starts when you get the diagnosis. I'm convinced 
today that if I had been diagnosed earlier, and it's hard to do in 
hindsight, that I probably, I don't know if I had wanted to live. 
That I wasn't ready to deal with it. Then I became in some sense 
better able to deal with it. 
Margaret - It's not by chance that you would go to Jack for 
inspiration. He was five minutes away. But to go to Jack who is so 
good at inspiration, it's not by chance. 
Beth - You knew that's what you needed and you went and got it. 
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Katja - Yes. That makes sense. 
Jack - It didn't feel like being inspiring. But the converse. I felt 
inspired by you and committed to offer whatever I could to 
support you and your life, whatever that might be. 
Ellen Tadd - One of my great fears dealt with dealing with illness. 
I had spent a year in bed, being bedridden and had had to deal 
with the fear of illness and also deal with my mother's long-term 
15 year illness. When I was asked by your friend, Norma, to come 
to your house and do a reading for you I had to get into bed with 
Katja. So I got into bed with her. I had never met her before. 
She was in bed. So if I was going to do a reading — what I 
do is I look into a person's hand. Not that I know palmistry, but 
the touch and the experience of the hand creates a catalyst and I 
start seeing visions. So I had to hold her hand and look into it in 
order to read her past lives and understand why this is happening 
to her. The question I always ask is why and I believe I often 
answer the reason. So I had to get in bed with her if I was going 
to do my work. I didn't know her and I got in bed with her and 
she had just had this mastectomy and I'm very very sensitive, 
and for years if I walked into a room and someone had a 
stomachache. I'd have a stomachache. It meant that I was going 
to feel her pain because that's what I could do. So it put me 
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through a lot. One of the things it gave me was it helped me to 
feel that I could really not have to be afraid anymore, of getting 
too close to people who had physical pain because I could become 
stronger now and not have to absorb that and hurt myself. So I 
saw it as a turning point in me where I was learning how to work 
with people in pain, help them and not hurt with them. That was 
a demarcation. 
I do remember that I wanted to impress you with the fact 
that whether you lived or died was not the important thing, that 
what was important was the growth of your consciousness and 
that that consciousness would exist whether your body died or 
not. And therefore put aside the fear and get on with the work. 
That was the message. 
Katja - I was really too weak to ask questions. This is interesting. 
That was really the chance how all this stuff could come in. That’s 
why all these things could happen. I really didn't say, oh, this is 
bull. I just thought this is very interesting. But I was too weak to 
really protest or judge or anything. I just let it happen. I 
remember listening to the tape and it made more and more sense. 
It all sounded familiar, these past lives. I had never thought 
about a past life in my life, so this was very interesting. 
Ellen Tadd - And if past lives exist, then what was this life and 
what was death. 
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Renate - So what you’re saying Ellen and what you are also saying. 
Jack, and it s probably the same for each one of us, is that the 
learning is very mutual. That there is something for each of us to 
get from the support we give each other. That's great! 
I think there s such a tendency for us to not reach out 
because we think we're vulnerable reaching out. At the same 
time, when you realize that reaching out means supporting each 
other and giving each other a lot and not just taking by reaching 
out, it makes such a difference, you know. 
Katja - Or the opposite. I learned that being loved was all right. I 
had always been in control of my life and that was the most 
important thing and when you three took over, I certainly had no 
control over my life whatsoever (laughter). It was amazing. And 
it was hard for me, really to learn what it was like to be loved and 
not controlling it. I think that's another very big learning. To just 
stay still enough. 
I remember when I came out of surgery and I felt this 
wind coming across my chest and I knew that the breast was gone 
and I felt all this wind and there was all this dressing and there 
was a sheet over it and there was this wind going across my heart. 
And it was a beautiful feeling. I mean I can still feel it. My heart 
is more exposed now. 
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Jack - Receiving the wind and letting things come to you, is that 
like also being able to receive the love you spoke of? (Yes) Being 
able to receive the love is powerfully enabling of other people. 
It's not necessarily thought of that way, but it's what happens. 
Katja - And learning that being vulnerable is all right. It is a 
process that had to be learned in small steps. I think that the 
trauma of the surgery and feeling the wind, it was very soft and 
gentle. It was a new way of learning how to be. It's not 
something that just happens from one day to the other . It was 
very gentle and required listening. 
Renate - It was a conspiracy between us. It was great. Here was 
the surgeon. And here we are. And we could always laugh about 
him. It was really brave because we didn't take it all that 
seriously. Somehow in the midst of all this seriousness we have 
this conspiracy going that we were fighting the system. It gave us 
this tremendous purpose. It was really very good. It helped. We 
felt very strengthened by each other I think to just go forward. 
Knock the system. To not let it overcome us. It is oppressive and 
it can be such a killer, really, if you just let that happen. I think 
the way we bounded together made it a lot easier to just trump 
the system and not let it become a negative. Just look at it for the 
positives that it had and just say, well, that's where it belongs and 
the rest is just a lot of baloney and laugh at it. 
! 
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Jack - We were talking about "inspiration" before, letting the spirit 
in. I never noticed it before. What does the word "conspire" 
mean? It's still got the same root word, "spire", "spirit", but it's 
together, con means together. 
Renate - I think that was really a lot of it. When I think back to 
that time, I think a lot about that kind of connection that we had. 
We conspired to clean Katja's house and take truck loads of stuff 
to the dump. We did pretty terrible things. I threw out 
thousands of socks, (laughter) 
Really we did things that under normal circumstances would be 
quite offensive. 
Ellen - Absolutely. 
Katja - But it was really very nice! 
Beth - We threw away whole rooms. 
Renate - Stuff that had been collected for years. What are we 
doing? We’re taking the liberty of conspiring with each other to 
get rid of this stuff. 
Margaret - Behind her back? 
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Renate - Behind her back. 
Katja - You can ask me why I wasn’t upset. It was the most 
wonderful thing that happened. 
Renate - Somehow we knew. We knew. This was while she was 
away in Germany. 
Ellen - I went out to this room. And I said let's pick up the whole 
rug with the whole room in it. 
Renate - We did. We threw out the rug even. (K - Wonderful) 
Cats had peed on it for years. It was terrible, (laughter) 
Jack - How did you know? 
Beth - You know when something has got to go. 
Renate - We knew. We knew it had to go. When you open 
someone's drawer and you see a thousand socks, you know they 
have to go. They have no room in anyone's life. It was really a 
symbol of a lot of things having overwhelmed you. To me the 
socks and the egg cartons and all the things, were a clear clear 
indication of Katja's having been overwhelmed by everything. 
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Katja - A sign of being out of control. 
Renate - Yes and we wanted that to be different when she came 
home. We wanted that sense of out of controlness being gone. We 
just were really radical about it. We felt we just had to get things 
back into control here and this house just has to be a normal 
house. 
Jack - Sounds like you were just unburdening for Katja. 
Everything you lifted was taking a burden off of her, a truckload 
off. 
Renate - We knew she wouldn't be upset. I think we all had a 
clear sense of that. 
Beth - I picked her up at the airport and I think we were turning 
onto her street when I finally said, by the way — 
Renate - Yes, we got rid of seven thousand egg cartons in your 
porch! (laughter) You know, one thing too that strikes me we 
were able to do throughout, really was laugh. It's really quite 
incredible to think, Katja, I mean I think of our sitting upstairs, 
your throwing up like crazy and we're singing German hymns 
between throw ups! 
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Katja - I didn t laugh while throwing up! 
Renate- I mean you would throw up and then laugh. 
Margaret - You haven't had your formal turn, Beth. 
Katja - I am amazed that Bethie can even eat! (laughter) and in 
that I was always glad. I thought it was easier for the one who 
threw up to eat again. 
Beth - I’ve never talked about this so it's hard to even know 
where to begin. I was very frightened when Katja first called and 
told me about the diagnosis. I had never known anyone who was 
sick. We had been friends for at least 5, no more like 10 years 
then. I was very frightened and my natural inclination was to 
run. I didn’t think I could be there for her. But right away it 
became very practical. There was an appointment to go to and 
that made it a lot easier that I could concentrate on very concrete 
kinds of things that needed to be done. I was afraid. I couldn't 
imagine what that would mean, to take care of someone who was 
ill and possibly dying. 
I felt that as a friend that that's what I would want to do 
but I was afraid that maybe I couldn't do it, that I would get too 
frightened at some point and pull back. Staying with Katja at 
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night after chemotherapy sessions which were very rough for her. 
The first time I stayed was the most terrifying because I thought 
that she may get sick and start choking and die and that I'd be 
asleep and I wouldn't wake up. So after that first night, once I 
realized what the pattern was like and that it would be all right 
and that she would be all right, then it got much easier. 
Jack - What would you say sustained you when you were feeling 
frightened? 
Beth - I had this strong sense that I wanted to be there for Katja 
and that was something that I needed and wanted to face and to 
become comfortable with. I did get to that point In the beginning 
it would take 3 or 4 days after that all night session of being able 
to sleep and eat and get back to normal. Then it got much better 
and I really felt fine about doing it and wanted to do it. 
But looking back on it I can see that part of the reason that 
it was so difficult was feeling that I needed to work through this 
myself and not telling anyone else about it, wanting to present 
this calm image that everything was all right and I was able to 
handle it all. 
Renate - You did a very good job of it. 
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Beth - But then what happened was, onee we were past that, then 
I did withdraw for quite a while. 
Margaret - From Katja or from other people? 
Beth - From pretty much my life, including Katja. It wasn't just 
what was going on with Katja, there were other things that were 
happening too. That was certainly one of the central things. I feel 
like I did learn a tremendous amount. My mother is now sick 
with cancer and she’s very ill. There’s just so much that I've 
learned from our experience. 
Katja - But I certainly never knew you were fighting. 
Beth - Well, it was on one level. When I would come into your 
room when you would start to throw up, that would go away. But 
when I would be laying in bed waiting, you know, starting to fall 
asleep and waiting and feeling like I shouldn’t because it would 
come soon, it was pretty regular, I would get very frightened. 
Katja - I always tried to be very quiet (laughter) I always tried 
but these pukes came up so loud it was unbelievable. We were 
upstairs and I would always try to be very quiet. 
Whenever things were bad, one of these three would sit 
there and all I had to do was just open my eyes and I knew they 
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were sitting there and I didn't have to speak and I didn't have to 
do anything. It was wonderful. Somehow life was going on and I 
was going to be all right. There was no doubt. 
Margaret - And Renate? 
Renate - It’s real interesting to look at different perspectives 
because it makes it clear to me, in terms of all these different 
tentacles that reach out, and the different kinds of support. I 
think Beth, it was great, that you were so available compared to 
us who had other commitments and people in our lives that 
needed to be also taken care of. That was really such a great 
thing to know that you could be here at times when it was hard 
for Ellen and me to be here and that felt really really good. As I 
think back, Katja and I had known each other for a long time and 
we had already gone through a lot of things (laughter), I mean 
this was just one more thing! I remember that, sort of, well, here 
comes another thing so let's go about dealing with that. 
Katja and I have the kind of connectedness just by our 
cultural backgrounds and having grown up during the same time 
in Europe, having very similar experiences having grown during 
and after the war, and being used to hardship in many ways. I 
mean somehow, I mean I realized that this was an extreme 
hardship but I wasn't frightened by it, no. I wasn't frightened by 
it because I had had a number of people in my life die and be 
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very sick and needing care. I had a lot of confidence in Katja and 
in myself too that we d work through that process too. 
Ellen - I remember your getting angry. After the first meeting 
with the doctor in Hartford. One of the reasons I remember 
because (turning to the group) when she was angry she was also 
the driver! (laughter) 
Katja - I remember that! I was in the back seat wondering who 
chose her to drive! 
Ellen - Well, the tears were rolling down your cheeks and you 
said. Damn, and you gripped the wheel. Unfortunately there 
happened to be a very large truck in front of us and you were 
going to go right through him. You were very close! 
Katja - I remember that. We were all looking at each other. 
Ellen- Yes, if we survive this, we might not have her drive again! 
(laughter) You must remember some anger about this. I 
remember seeing you angry, rather than afraid. You were angry. 
Renate - Yes, I think in part it was, I think my immediate reaction 
was anger toward Katja for not dealing with this sooner, knowing 
that the problem was there and not talking at all about it. I think 
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that was my immediate anger, that a whole year had passed 
without her opening up at all. My first knowledge of it was her 
putting my hand on her breast and Wow!! here was this lump 
that s about the size of my hand. There was no need to say 
anything and Yeah, I think I was angry about not having her 
share that somewhere along the way and yet, and once we talked 
about it, I understood it. I guess I really didn't know how 
desperate Katja was because she really hadn’t shared much of 
that. I think I was angry about not having had that as part of our 
relationship, to know that, to be aware of that and in some way 
help with that. So, I wished it could have come out sooner. 
Katja - I wished so too. And I'm still working on that. It's still 
difficult for me, but you all helped. Doing it in a loving and caring 
way so the pattern from my childhood was broken. There it 
wasn’t allowed to say what I felt, I was reprimanded for saying 
what I felt, so I was shut up because it didn't belong in the 
societal or cultural realm of saying what I felt. So it was a 
relearning that it was safe to do so. Important. 
Renate - I didn't really know the extent of the depression because 
somehow you really managed to keep that very private and so I 
think my initial anger was more about that or about realizing that 
despite the fact that we had known each other for a long time, we 
had shared a lot of things, we lived right around the corner, our 
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kids were the same age. There were a lot of things that connected 
us and yet I realized that basically I didn't really know that much 
about you, about the things that were really going on and I think 
that was hard. 
Ellen - The tears of anger that I saw that day in the car were tears 
of caring. That s the kind of anger I meant. 
Renate - Right. I think that our relationship developed more after 
the diagnosis. I did my physical therapy routine of course. I made 
her lift weights and do all this stuff. 
Katja - With the chemotherapy, if one didn't feel good, it wasn't 
always easy. It was easier to not do it. 
Renate - I was a real drill sergeant, (laughter) It was important. 
Because if you don't do it. I've seen enough people in my classes 
after mastectomies that have such adhesions that there range of 
motion is really terrible. So that was an important part. And it 
gave you something constructive to do. 
What I remember most, what stands out as a very special 
part of all this, were the times when Katja and I were here and 
she was throwing up. She would always talk about food. What 
she wanted to eat was herring salad. She was really looking 
forward to herring salad. It’s hard to envision that while 
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throwing up (laughter). It was amazing, she would have visions of 
German herring, salad, grinders, pizza - all these things. It was 
just amazing. 
Katja - Beth couldn't believe it. 
Renate- And something we would do regularly was sing German 
hymns. So Katja would throw up and we would just wait for her 
to stop throwing up so we could sing German hymns together. We 
would sing all these wonderful things that gave us great 
confidence, (laughter) I think it must have been a little unusual. 
We would say to each other every once in a while, if anybody 
would hear us or see us they wouldn’t believe it. I would crawl 
into bed with her and we would sit there with our arms around 
each other and we would sing these German hymns and then 
suddenly she would start throwing up and I'd turn into this 
practical nurse and we would get it over with so we could sing 
again. Throw up, think of herring and then sing. Sort of like that. 
On the whole, it was for me, after the initial reactions and 
working through it, it just became a matter of being here, that's 
life, this is it. So many things had happened, my husband had 
died of cancer, somehow I didn't expect our lives to be easy. So, it 
was all right. 
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Margaret - What inspired you? Why didn’t you retreat? Why did 
you come forward or stay as forward as you already were? 
Renate - Why should I retreat? There was nothing that would 
have given me a reason to retreat or be in any kind of a different 
relationship with Katja than I had been in before. I'm not a 
retreater. It s not in my character. I think for us a lot of it had to 
do with the ways we were together in the past, and making that 
more open and more meaningful in many ways. 
Ellen - I was very struck by the fact that when you were coming 
out of anesthesia, the first words you heard were German, from 
Renate. She bent over to you and stroked you and first words you 
heard were hers in German. Of course I don't know what you 
said. Of course, the next thing I heard was you, in English, "Did 
Ellen put the cats out?"! (laughter) She knows I didn't, I thought! 
I had no intention of putting the cats out in a raging storm. 
Katja - I felt there was an enormous kinship. I felt that I didn't 
have to talk, that I didn't have to explain things, that I was all 
right in whatever shape I was in. It was OK. There was really 
this nucleus of friends who became community and then there 
were the people who I always tried to make comfortable, where I 
ended up to make them feel better. And I felt that there was 
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distance, something in between. That certainly wasn’t true with 
anyone who stayed close. 
Susie was one I never could pretend with. Susie would 
always go to Europe every spring. That spring she wasn’t well 
enough to go. I remember when I told her my diagnosis, she said, 
in this raspy German voice, now it all makes sense. Now I'm all 
right that I didn't go. She would call up every day and say, 
remember, 40 years ago they told me I had 6 weeks to live. Just 
remember that. Really wonderful. 
Ellen - I was really struck by being part of it. I felt very 
privileged to have been asked to help. I don't think I played 
these dramatic or pivotal roles. Katja and I had known each other 
off and on for many years but I felt that if I made it clear that I 
was always available I felt that that was understood. Then I felt 
that when I was needed I would be asked to help. I think that's 
pretty much how it happened. I learned so much by being part of 
this. I really always felt, just unbelievably privileged to be aware 
of how much people reached out in response to what Katja seemed 
to ask for, whether it was very verbal or physical. The circle 
never stopped including someone. Even now it doesn't, she's 
always talking about some new expansion of her life or her world 
or the way she's thinking. It's been quite a remarkable process to 
watch. I remember when you announced to me in my office over 
the phone. I called up for something and you said I can’t talk 
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now, Ellen, I just found out I have cancer of the breast. I have a 
big lump. I'm going home. And I was sitting there, holding this. 
In the weeks previous, we had started to walk to work 
together. In those walks, both to work and home, there was a 
hysteria to her voice that was really very upsetting. Hysteria is 
the only way I can describe that tone. It really frightened me and 
made me very nervous. I didn't know how to address it, I didn't 
know if to address it. I mean you could be talking about anything, 
the boys or Peter or whatever or work, but it was very marked. I 
didn't know if anybody else heard it. I didn't have anybody else 
to check it out with. I didn't think you were in any condition to 
check it out with. I really didn't know what to do. It didn't 
surprise me at all when you called and told me that. Not that I 
knew it was going to be that. But it had to be something 
tremendously important to be so unnerving because as dramatic 
as you were you didn't get that unnerved. You were really 
tremendously upset, and I felt like my nerves were frazzled when 
I walked with you and I didn't know at all how to approach it. 
My sense of it now was that she was approaching this 
crossroads, and it was terrifying. 
Katja - How long can you run your motor, without doing 
maintenance and putting oil in it, and service it. But I couldn't do 
that because I didn’t know how to. So I needed that crossroads to 
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really come up to. You heard something which I didn’t know or it 
was unconscious. 
Kllen - I remember shaking our heads over, of all the people in 
the world not to have spoken to anyone about this lump, she 
would have been the very last person' in the world to keep this 
quiet from everyone. It was so dramatic. It was so touching. 
Katja - I think I was much more secretive than anybody knew. I 
mean outwardly being very flamboyant kept me in control, 
because as long as I was out front with everything, nobody would 
ask me questions. 
I think that's a role I had from childhood on. Again falling 
into this pattern. It could only be broken with something 
dramatic. I had to listen! [with the cancer] And that's why I think 
it was an opportunity. 
It 's very interesting that the three of you in some sense 
were interchangeable, you know what I mean, if I woke up and 
peeked an eye, it was all right, I could close it again. Yet I think it 
was very different. Beth, your gentleness, your incredible 
gentleness. For somebody like me who had really run like a Mack 
truck through life — it always struck me when I first met you, 
Bethie made me see little things, from shells to flowers, just 
details, embroidery. It was opening another aspect of me. Renate 
was always the one keeping on going. I mean, giving up? No! 
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Keeping on the road. And Ellen, from you, I had this incredible 
never being judgmental. I could never figure out how you could 
look at anything, I could tell you anything, I could have told you I 
had murdered somebody and then you would not have judged, 
but you would have looked at it from this way and then from that 
way. And I think that before the illness, I just couldn't 
understand how anyone could do that until I started learning how 
I too could learn to be less judgmental. It was hard work! 
I think that in that sense [each of you] was a facet. Jack has 
this wonderful intellectual way with heart. I remember that first 
graduate course with you, I hadn't been in school for 25 years! 
Everyone will know this imposter syndrome, everyone will find 
out I have nothing to think with, I can't open my mouth. And 
somehow it never occurred to me in your class not to talk. It was 
very gentle, this beginning to learn with my heart open and go 
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away from this German tradition of this linear thinking. It was 
very wonderful. Then Ellen (W) was this incredible new world. 
Just like stepping out. This truck came to a stop and the engine 
went down. And it doesn't need an engine. It runs itself. Very 
nice. 
Margaret - What was unhelpful? 
Katja - It wasn't so easy in the beginning to be supported and to 
stay open to it, but then it just happened. Due to the dire 
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circumstances, and I was in no position to fight anything. And 
really learning that stillness - by being stiller and by being not 
able to run away, by literally kind of being grounded, it started 
that I did get grounded. 
The illness caught me. And you know experiencing a 
centeredness which I never had realized or experienced. And it 
wasn t frightening because there were these, my intensive care 
unit. Which in a way was anchoring me and it was all right. 
Whatever I experienced was all right because they were all just 
there. So it was all right. And it helped me to stay still. At first I 
felt like I had no choice, but then it did become a choice. I think it 
was the first true choice of my life. I had very clear choices.I took 
each choice, I think, very consciously. 
Margaret - Were there any times in being supported that you 
found it difficult, by these people or other people? 
Katja - Other people, yes. 
Margaret - That's why they're not here! (Laughter.) 
Katja - I can tell you one example. There was a big learning in it. 
Mary brought her dog. The first time she brought her dog. He 
was very cute, jumping up and down on my bed. And here I was 
on this see saw experience already. And she was one of the 
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people where I didn't want to puke and I was trying not to puke 
and trying to be in control and there was this dog jumping up and 
down. She was so insistent about the dog that 1 really didn't want 
to hurt her. I really didn't know what to do. It was terrible. 
But today I could do this differently. Today I could say, "I 
can t cope with it." The next time she came, she brought a piece of 
pastry that I loved. But food was really repulsive at that point. I 
was very angry. I threw it in the waste basket. I was really 
angry. I felt not understood. I felt not loved. But she didn't know. 
She did the best she could. 
Ellen - I think the hardest parts for me -I didn't have Beth's 
schedule—was the worry. What was most difficult was the 
anxiety about the illness and just feeling that I had to ride with it, 
this feeling of just riding with it and hoping that I was whatever I 
was asked to do would be enough. Concern that whatever I was 
asked to do or would be able to do would be the right thing. My 
feelings for Katja were certainly a source of strength. 
Margaret - Jack? Difficulties? 
Jack - Nothing like the difficulty that the close caretakers had. 
What feels the most difficult is when I get into a state sometimes 
of worrying about what should be done, what's the right thing to 
do. Worrying about not knowing. I guess it's hard when you try. 
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It’s easier when you let it come. You wait and you listen and it 
comes, or as Katja says, it emerges out of the moment. 
Katja - Yet you had an incredible knack for that. I remember 
when I came back from the hospital. You had written me a 
recommendation for the doctoral program. I remember I was very 
bright on your recommendation! This is me?! This was really 
kind of looking at me on a piece of paper in a way that I had 
never looked at. And you had written on the note with it, "Now 
more than ever. Love, Jack" It was just the right moment to come 
home to that. It was opening up again the next realm, coming 
home and going on. I still have it. Every time I get a little 
doubtful, I get it out again. Then I tell myself, you know, I must 
have a brain, now use it! It's really wonderful. 
Jack - A vivid memory for me, Katja, is that we were holding 
hands like that, with our elbows resting on the table. And you 
could put your forehead on the back of my hand and I could put 
my forehead on the back of your hand and we just held on like 
that through the whole conversation. I had to. That was where so 
much was going on and where things happened. 
Katja - There was also a lot of silence. I remember that was a new 
experience for me. It wasn't that secretive silence. It was a 
different silence. 
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Jack - To wait and trust what will come. That's it. 
Margaret - So you weren t working on being supportive. 
Jack - Oh, no. Oh, whew, thanks. No. No work. 
Katja - I also want to know how much coordinating this took. I 
mean I never got even a glance of it. How these things were 
coordinated. It must have been difficult. 
Renate - It wasn't. We talked to each other a lot on the phone. 
We did coordinate it but it wasn't a big hassle. I think we were 
pretty organized about it. We knew who would do what when. 
Beth - I think it was pretty simple. 
Ellen - And there was this confidence that there were enough of 
us, that you weren't ever going to be alone. That was important. 
Renate - No. I don't know exactly how we did it. I never thought 
about it before. But it just worked. 
Margaret - You made sure that Katja was covered. 
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Katja - And it was very nice because I could not. Coordinating of 
such kind is not my forte to begin with, it takes me effort to do 
that. It was just very nice because I could never ever have done 
it. And it was complicated sometimes. Remember when we had a 
flat tire? 
Beth - No, the muffler fell off. And a woman that the two of us 
used to work for and hadn't seen for years happened to drive 
down that street and took her and I was able to get the car towed 
v 
Renate - I remember, Katja, we were always terrified going to 
chemotherapy. 
Katja - I had an accident, even, I once tried to drive myself. 
Renate - She couldn't go alone, it was too scary. I think we 
became very reliant on Beth being available for those trips. 
Margaret - Suggestions for others? 
Katja - All that comes to mind is spirit did provide. I can't 
imagine any better support system. I really can't. 
Margaret- So you would tell another cancer patient to relax, that 
spirit will provide? 
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Katja - No, I don t think I would. (Laughter) I think I have tried 
in the past in helping people, just to hear them out, they know. 
Try to help them hear themselves. What do they really need. 
Renate- I think it takes a lot of reaching out, a lot of willingness 
to say please help. 
Katja - To help people become aware of their own belief system. 
To me that was most important. 
Ellen Tadd - The first thing I would ask someone to address is 
why, why has this happened. That takes a deep soul searching 
and in the process of that soul searching there might be healing or 
there might be the need to let go of life. Regardless of what the 
answer is, that question brings about whatever is necessary. We 
need to think about death differently. Survival is not the most 
important thing. The learning process is more important. I mean, 
is it more successful that Katja is doing well, or is it more 
successful that someone has died? The tendency is to see the 
person who has died as not being as successful as the person who 
has healed. I think that's a misconception. Your friend, Julie, 
learned an incredible amount. When she died she died with 
learning. So that was a success. 
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I think the support is important for a couple of reasons. One 
is that I think one of our greatest difficulties is the tremendously 
thick conditioning we have to overcome. When you have support, 
it s easier to overcome conditioning. It's hard to overcome 
conditioning oneself, whether it s conditioning to not express or 
it's conditioning to run from fears instead of face them or 
conditioning that to be sick means that you've done something 
wrong, your a failure. There are all these conditionings which are 
very destructive to the growth process. Together there was the 
support and the conspiracy - I love that word -- the conspiracy 
to change conditioning. I think that's where the power in learning 
and growth lies, to change conditioning. I think that support at 
this time was really imperative to do that. 
Jack- You would say that it's important for the cancer patient to 
ask why, what's the purpose, why now, what can I learn. I 
wanted to ask, isn't it just as important for everyone who has an 
opportunity to be part of the support system to ask the same 
question. Why for myself, what can I learn, how is this important 
for me, so that in one sense you [Beth] were serving Katja so fully, 
in another sense you were doing something terribly important for 
yourself in so doing. Questions that you had about yourself, about 
life, about your capacities all being answered by looking at the 
way you served Katja's needs. Serving Katja's needs was only one 
part of it. 
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Would that mean that it might be useful for people to ask 
why? For those who have the diagnosis and those who might be 
called upon, it might be very useful to ask, why now, why me, 
what can I learn, in what way is this an opportunity? 
Ellen Tadd - It takes it out of being the tragedy and makes it the 
gift. 
Renate - Because no one who participates in the experience can do 
so without being affected by it. That's just not possible. You can't 
go through that process, no matter what your role in it may be. 
You have to be affected by it. 
Jack - It seemed to me that everybody who told their story was 
sort of so true to form. It was just a continuation of everything 
that had been in the relationship, amplified, focused and in some 
kind of detail, but that it was each person really being herself. 
Margaret- So, problems? 
Katja - We did have problems with people who weren't a part of 
the intensive care unit. 
Jack- Would it be fair to take a moment to ask how you handled 
problems? 
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Katja - That is an interesting question. They were cooperatively, 
collectively handled by the support system 
Beth - There were some things that you solved yourself. I think it 
was a big step when you put the sign up that you were resting. 
That was a big change for you, to be able to say I have limits. 
People cannot just come in and out as they have been invited to 
do. And for you to be able to say, not now. 
Katja - Bob dealt everything out at work. Don did all the stuff 
with the graduate department. He was very good. He always 
said, sign up, if you can't make it, we'll work it out. And you, 
Beth, were really helpful with Peter and the kids. 
Ellen - Beth was able to speak in a way that they heard. They 
didn't seem to resent it. 
Beth - It was difficult for the children to move from their house to 
Peter's. I know there were times when I was very angry with 
them because I felt unable to allow for the fact that they were 
children and this was something very frightening that was 
happening to them. 
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Katja - They would appear two or three days after every injection 
and we would have a massive blow out, I mean one of these 
scenes. And I think I worked it out that as long as they could get 
a rise out of me I wasn't that ill. What I would do differently 
today, and that is a very important point, the kids nowhere in 
their time had anyone to talk to. Peter did not ever talk with 
them. They only heard from him that the chemotherapy was 
poison. I think that their whole fear system was never addressed. 
One day when Julian was hanging around in a way that you know 
something's going to come out and he said, last night he saw with 
dad, Terms of Endearment. He said, "Mom, I never really 
understood what all was going on and I sometimes feel angry 
about it." I think it's very important to talk to the kids. And I 
wish that someone would have told me that their anger would 
come out in these fits and conniptions. It's their own fear. And I 
didn't understand that. I felt incredibly unloved and I felt that I 
was a failure as a parent....I would be with the kids differently 
now. 
Ellen - It was a split second decision when the boys were moved 
out. It wasn't like it was discussed in advance with them. It just 
clearly had to be done. It was just too stressful. 
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Margaret - That phrase has come up several times in this 
interview: it clearly had to be done, whether it's throwing out 
socks, it clearly had to be done. I had to stay awake or whatever. 
Jack- There seems to be kind of a theme running throughout of 
candor, of everything on the table, everything up front and also 
then a clarity of communication in arranging things. Like how 
quickly you all moved together in terms of who’s going over 
tonight or who's going to be free to drive Katja. 
Ellen- Yes, because we'd never done anything together. We didn’t 
have particularly similar lifestyles or backgrounds or anything 
when you come right down to it. What was shared was our love 
for Katja. And it was a community that was established, I guess. 
Beth - I think that in addition to what I talked about earlier about 
being afraid, that there was a lot of fear that I was trying to 
conquer. Also I had never been consistent in my life, I had never 
really followed through in trying to hold on so that I would get 
through, and I wanted to do that. Then when you finished 
chemotherapy and were going to graduate school full time, your 
life seemed to me to be overflowing. I felt a real concern that you 
weren't taking care of yourself enough and that you might get sick 
again. I think that also was a part of the pulling back, was feeling 
that I didn't have control, that I wanted you to somehow be doing 
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things differently than what you were doing at the time and not 
being able to see that that's your life force, that you operate on a 
very different energy level than I do and that you are tuned into 
yourself. I think you have a very good sense. 
Katja - Yet, I think that your concern is very legitimate because I 
think that s my constant battle, that boundary, when to take care 
of myself. I don't think that's very clear for me at all. I've gotten 
better but its still a constant struggle. I think your sense of that 
is very right. I think also, Bethie, what is really very nice is our 
coming together again, that it really absolutely doesn't matter 
what really happened, you know what I mean? 
Jack- One of the things that struck me is how smoothly everything 
seemed to work, how smoothly people coordinated and how 
balanced it was that in your support system you did find 
somebody for each sort of dimension and communicated clearly 
enough so they could do what's needed. It worked so smoothly. 
If everybody is concerned and anxious, people could get 
invested in their own agenda or want it to work this way. If I'm 
committed to you, Katja, and your health above all, I don't have 
ego investment and things get worked out easily. If we squabble, 
it's because we've got an ego investment and we've got to do it 
this way. 
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Ellen - I think there was plenty of ego investment, but I think it 
was easily put aside. If at any point I would have felt my ego 
coming to the fore, I think what I must have done, but I can’t 
think of an example would be to listen more carefully to what was 
being suggested or decided. And if it was clearly all right for 
Katja, then that was the way to go. 
Katja - I never felt bossed by you all. 
Beth - This brings up an important point. With my mother it's 
almost a completely opposite situation because her support group 
is her family and that’s it. She has other friends but she doesn't 
really want them involved in being there for her. When she goes 
to the hospital only family visits. It’s created this whole dynamic. 
The family dynamics which were already there are being 
intensified. We’re all very drawn to my mother and we all get 
along with her but outside of that and how we interact with each 
other, there’s lots of sparks. With family you have this different 
history that goes back to the beginning. No matter how much you 
love, it’s an even greater leap to get beyond those — (K - all the 
entanglements) 
Margaret - Or conditioning, like you were saying. Both for you 
and the family members. So it might be a helpful suggestion to 
include non-family members that aren’t as conditioned. 
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Katja - Absolutely. 
Ellen - To mix with the family. Not to substitute for the family. 
Jack - Would it also be in line with what you're saying to expect 
that the old patterns will be called upon if not re- stimulated and 
amplified? Or at least check it out, check out the old patterns. 
You might find it s an opportunity to revise them, since you have 
a different sort of commitment here. With you all, any difficulties 
seemed to be resolved by a consensual commitment or concern 
about what's best for Katja. To the extent that a family can hold 
that, if only for a moment, it might suggest alternatives for the old 
patterns kicking in again. 
[After Katja read this over, she felt that she hadn't "done 
justice" to her learnings around the incident with Mary. She had 
the following to say:] 
I short-changed myself. I couldn't even accept love. I was 
always in control and doing for others. I was forced to open 
myself to love and caring. I learned love has many faces and 
many ways of being. With my expectations, I short-changed 
myself. 
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Mary did exactly what she knew I loved — mainly animals 
and that piece of pastry which was my absolute favorite. When 
we were going through our divorces together and were neighbors, 
that was what we'd bring to each other. I judged and I was once 
more not open. I short-changed myself by not letting the love in. 
I need to talk with Mary about it. I am going to talk with her 
about it. I have to talk with her about my learning. This is my 
old pattern again. Being secretive instead of sharing my insight 
and learning and being grateful for the lesson I learned. 
Recognizing the love I was given instead of judging it. That's the 
lesson of my life! 
A Healing Family 
Lucius Cook, Marge Cook, Sim Cook, Cindy Cook, Lisa 
Lamothe, and Jim Lamothe 
"I think I've learned more than ever what's precious. Family 
and friends and life itself. All very very precious. So many 
of those little moments can slip by sort of unnoticed or 
worse yet, in being bored. Those moments can be beautiful. 
Life means more to me now than ever. I think life is a much 
bigger gift than mostly we ever notice, unless you get pulled 
up short to see it." 
--Lucius 
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"This whole time has been very much a learning experience 
for all of us. Its re-affirmed all of our love. We all knew 
we( loved each other. We all knew that were blessed in that 
were lucky to have each other as a family, but I think it’s 
all been re-affirmed. We know we have a good thing going. 
I think the biggest support that you can have is love. I 
really think that's the best thing going for us." — Marge 
Introduction 
Lucius Cook was diagnosed with brain cancer just before 
Christmas, 1988. He had surgery and radiation. In the fall of 
1989 he went back to his high school teaching for a semester, but 
quit because he found it tiring and thought it would be more 
healing to spend more time with his family, working on the family 
apple farm. Six weeks before the interview, just as the family 
was feeling somewhat "recovered", Lucius' doctor had told them 
that Lucius' cat scan showed there to be more brain cancer. After 
two weeks of family "hysteria", the doctor took a closer look at the 
scan and told them that it was only scar tissue and not cancer. 
The family is currently still recovering from this episode and has 
chosen a new doctor. 
As I drove up the "first drive past the cypress trees", I 
entered the world of the Cook Apple Farm. The winter shapes of 
the apple trees were silhouetted beautifully against the sky. In 
front of me was the stately old farmhouse, with several very large 
red barns behind. The dirt drive led me to park behind the house 
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With the trucks and other cars. Lucius immediately came out to 
greet me and help me take in my tape recorder. I realized that 
this was a back door" household, one which reached out to 
visitors and welcomed them informally through the back door. 
Inside were Lucius' wife. Marge, and three of Lucius’ four 
children, gathered in front of the fire in the fireplace. I met the 
oldest daughter, Lisa, twenty-five, a teacher in special education, 
who lived with her husband in a house that was pointed out to me 
through the window, at the far edge of the one hundred acre Cook 
Apple Farm. Her younger sister, Cindy, twenty-one, sat next to 
her on the floor in front of the fire. Cindy had taken the semester 
off from her nursing studies to be with her father. She was 
currently waiting to see if she could enter the National Guard in 
order to take the financial pressure off her parents by having the 
government pay for the rest of her nursing education. Sim, ten 
years old and in the fourth grade, was also present. David, 
nineteen, considered to be an essential part of Lucius' support (as 
well as Sim's), was away at Cornell University. Ninety-one year 
old "Gram" sat with us but did not participate, at least with words: 
She obviously enjoyed listening to the story unfold and nodded in 
approval from time to time. This had been her support position 
throughout Lucius' illness. Lisa's husband, Jim, joined us for a 
short time after his work day as manager of the Cook Apple Farm, 
before going to support his own father who was in a nursing 
home. 
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The family was not only welcoming of me, but of each other. 
In addition to supportive talk, a lot of the support they gave each 
other - and demonstrated throughout the interview - was of the 
nonverbal sort. The keen listening skills of this family had not 
been dulled or coated over by familiarity during the years 
together. At times during the interview, I was struck not so 
much by what a person was saying, but by the attention he or she 
was receiving from other family members. Sim fidgeted 
appropriately from time to time but chose to stay with us. 
Indeed, this was a close-knit family who had consciously chosen 
to live and work together and were no longer taking each other 
for granted. They had tremendous pride in each other and in the 
farm which was their collective endeavor. 
This was not a self-reflective group, used to talking about 
how they were feeling. Rather, they used hugs and touches, and 
pitching in to work on weekends and being there for each other as 
a main means of communicating they affection. Marge may have 
touched Lucius fifty times during the interview, and, when Cindy 
got up at the end, she went immediately over to her father and 
began rubbing his head affectionately. 
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The Interview 
Margaret - Lucius, could you start by describing your support 
system? Who was included and why are these people included? 
Lucius - Of course, my immediate thought was Marge because she 
is closest to me and certainly sees all of this through with me. But 
then I thought this whole family is certainly part of my support 
system, a very big part of it, and while we don't always talk about 
such things — about my cancer or about how they help me, they 
do help me, and they are one of the reasons I wanted so hard to 
go on and feel so pleased that I am doing so well. 
Margaret - You had a recent scare in January where the doctor 
thought that he might have found additional cancer. It turned out 
not to be? 
Lucius - Yes, I had already decided that I wouldn't teach after 
Christmas. I wasn't feeling that good, I was tired a lot. I think 
more than anything else the usual stresses of teaching were 
becoming unusual for me. They seemed to me to get in the way of 
the healing process that I felt was far more important for me to 
pursue. So that's really why I left. But I thought I could feel 
better without teaching, so that was why I left. It is putting a 
214 
financial burden on the whole family really with two kids in 
college. 
Margaret - You have another child? 
Marge - Yes. David is 19 years old and is a senior at Cornell 
University. 
Lucius - During that time when we thought the cancer had started 
a reroll, David got quite distressed and he punched a wall and 
smashed some bones in his hand. 
Marge - He does not deal with the stress of the whole situation 
very well. He was very glad to go back to college, after Christmas, 
because he can’t deal with the emotions. I think he’s the angriest 
of all of us and just doesn't have a real good outlet for his anger. 
Lucius - Though he has made good friends out there. He told me 
that he talks over everything he wants to talk about with a real 
good friend. 
Marge - I still feel he's part of the support system. I think he is 
more supportive of us than himself. He and Sim talked a lot when 
he was home during Christmas vacation. I think Sim uses Davey 
as a sounding 
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board. He really misses Davey when he's not around. 
Sim - Yes. 
Margaret - What are you doing now, now that you're not teaching. 
What is different? 
Lucius - Time and space. Relaxation, I think. Walking, and 
walking, and walking! More time with family, more time with 
nature. These things, I think, are awfully important to me right 
now. 
Marge - Cindy took this semester off from school, I think, for a lot 
of the same reasons, that she was under a lot of stress. 
Cindy - Well, there were a lot of reasons I took the semester off. 
One was to be with the family, which is real important to me and 
one was financial. But mostly, I needed to be home. I was a 
couple of hours away and didn’t get home much. I'm going back in 
the fall. I'm going for 18 weeks of training in the Reserves and I'll 
be back in time for school to start, then it's just one weekend once 
per month and two weeks in the summer. The Reserves will pay 
for 75% of my schooling. 
Margaret - Do you live here, Lisa? 
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Lisa - I live next door. 
Marge - Down at the bottom of the orchard. There is a cape down 
there that Lisa and her husband, Jim, built three years ago. 
Lisa - We live right next door, and come up to Marge's kitchen for 
meals. Jim and I are on a fairly tight schedule and he goes to see 
his father in a nursing home every three days. It's right during 
mealtime, and I don't feel like doing any cooking or that sort of 
thing. We work around that. Plus we both do sports. We both do 
hockey which has been fun. It's been a real release for me and 
it's lots of fun. I found a women's team in Easthampton. 
Jim works here all the time. He pretty much manages the 
production and getting business. The rest of the family, including 
myself, work on weekends during apple season and whenever 
else we're needed. 
Margaret - And you work here, too, Sim? 
Sim - Off and on. 
Marge - Sim is my pie maker. Here at the stand, we sell them in 
the fall. We just put in a commercial kitchen this past fall. So we 
make a lot of pies. We made 800 pies. So we all work here. The 
217 
kids have always worked from the time they were little. Sim 
waited on customers this year. We’ll really break you in this year, 
Sim. 
Lucius - When we first bought the farm, I only worked here for 
the first twelve years. I left education. Then it was getting tighter 
financially, plus Jim started working here more and more. His 
full-time work enabled me 
to go back to teaching once he learned all the ropes here, and I 
kind of wanted to. I felt like I was ready to again, so I went back 
to teaching. Now I plan to do more on the farm, yes, more and 
more. 
Margaret - In the support that you received, Lucius, what would 
you say was most important? 
Lucius - From my perspective it's not really so much things that 
the family did, just the love that was there. I know it's there and 
I draw on it. I can count on them. Acceptance - nobody ever felt 
I was to be shunned or anything. Confidence, too, I think, we 
would agree. In David's case, he was sure I could deal with this. 
Of course. I'm not sure that he was necessarily sure all the time. 
But the optimism was helpful. 
You know it’s hard for me to say this or this thing that 
somebody did... 
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Margaret - Sim, how do you help your dad? 
Sim - Just tell him that 1 love him. 
Lucius - Which I knew anyway. And he gets me to do things. He 
drags me out to do things. Before when I would tell him, Oh, I'm 
tired. He’d get me going anyway, tired or not. Often I was more 
psychologically tired than I was tired. 
Lisa - You and Sim spend a lot of time together. 
Lucius - We do a lot of things together. 
Lisa - I think our whole family is pretty open about telling each 
other that we love each other. I think it's something we take for 
granted. So it doesn't occur to us but it is something that we do 
often and we are also fairly physical. We don’t hesitate to jump 
into each other's laps and things like that. It's that sort of 
affection. So there is that sort of closeness and I think we really 
rely on each other for support through all our transitions. I know 
I rely heavily on my parents, you know, just for feedback and 
how things are going. 
Jim and I are always down the road. The family calls each 
other all the time, that's our support. Friends of the family would 
219 
view us as a perfect, close knit family you know, where nothing's 
supposed to happen! But I think our closeness helped prepare us 
for this. We ve gone along with our heads in the clouds up until 
the last 3 years or more. Everything was perfect. But we're 
coping all right. 
Cindy - I think that one of the most important things to me was 
being here. That's one of the reasons I took a semester off. I 
couldn't deal with being so far away. I think we all rely on Dad. I 
think it was kind of a shock to us all. We always look to him for 
answers or rely on him all the time. I think we all do that. 
Lucius - I had just come out of intensive care and I was still 
pretty droopy and Dave says to me, "You've got to get better 
quick, you've got to get home, we're falling apart! You've got to 
come home and put us back together again. You can do it!" And I 
was most anxious to get home. I convinced the doctor to let me 
out a little earlier, just under a week I guess. 
Marge - We didn't feel supported by Lucius' old oncologist. He 
said, "This is all programmed." 
Lucius - He told us, "There’s absolutely nothing we can do. Get 
your affairs in order." He told me that many times. 
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Marge - We recently found a new oncologist and we really feel 
like he_feels Lucius can get better. 
Lucius - After getting done looking at the pictures and talking to 
us, he finally turns to his associate and said, "You know if were 
ever going to lick this thing, it s going to be with Lucius or a guy 
just like him." You know, I suppose it was kind of a reverse 
negative, but it was all I had to hear. It was the most 
encouragement I'd heard yet. 
Margaret - Marge, how do you support Lucius? 
Marge - How do I support Luch? How does he know that I love 
him? Well, I'm always here, I'm always here. 
Cindy - When he can't sleep all night, mother, you’re up with him. 
Marge - Yes, when he first came home from the hospital, he 
couldn't sleep at all, he was so hyped up on steroids and whatnot. 
We would take walks and talk mostly. 
Lucius - We got up at midnight one night. It was just the thing, 
too, and we walked all over, for miles. It’s not like you at all, but 
it was what I needed. Before I came home, I just went for days 
really in the hospital. I would not crash, I would not shut down 
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after the surgery. I wouldn't shut down in the recovery room. I 
wouldn’t shut down in intensive care afterwards. The nurses kept 
saying, "This is crazy. Go to sleep!" 
Marge - Lucius and I just have been very fortunate in that we 
have had a close marriage and we've done everything together. 
We ve always have done just about everything together. 
Lucius - To me, it’s grown closer. 
Marge - I don't know, how do I support you, dear?...I've had to 
take on a lot of Lucius' responsibility, which I found has been kind 
of difficult. As an example, all of a sudden, I found I was in the 
driver's seat. I've been a passenger all these years. You just find 
all these different things you take for granted, the positions are 
just different. You take on more responsibility, you change rules. 
But a lot of that is going back to normal, as Lucius grows stronger 
and better. However, I think it's hard for Luch to plan too far in 
the future, or to make any drastic changes. We're trying to talk 
him into going to Florida for a week or two. That kind of stuff is a 
little threatening. He wants to stay home with his family with 
Cindy rubbing his head. 
Margaret - Who is in your support group? 
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Marge - This is just our core support group. We have had a lot of 
other people, relatives and friends who've been pretty good. 
Lucius - Some of them pretty close too, very close. 
Marge - We had a couple of friends who would take turns going 
for radiation, and drive Lucius everyday to Worcester Medical 
Center. So that was 35 treatments plus doctors calls and what not. 
So it was a lot of physical stuff, a lot of traveling. Lucius has a lot 
of girlfriends, friends who would drive him, one person who had 
taught with him years ago and who has been very good and 
another couple of young girls. They felt that they were really a 
part of this whole scene because they arrived at the hospital to 
visit Lucius with a bottle of wine. They were smuggling it in to 
him right when the doctor was telling us Lucius had a brain 
tumor. So they felt they were in on the ground floor. 
Lucius - They have sent me cards repeatedly and have come and 
taken me out to lunch or breakfast. The old friend that I taught 
with years ago --certainly she occurred to me immediately for 
this interview -- but she probably wouldn't have been able to 
come. She's great. 
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Marge - I have a brother-in-law, my sister’s husband, who we 
hadnt really been that close to in the past, but who certainly is 
included in our support group. 
Marge - He lost both of his parents to cancer, both within a very 
short time. Ed's way of being supportive has been that he came 
on a regular basis. They would bring some treat, whether it was 
flowers for me (Lucius - or take us out to dinner), or a grinder 
that would feed our whole family or some nice thing. But through 
this whole thing faithfully he sent postcards (Lucius - from all 
over the world), 2 to 3 cards a week. He's gone all over Europe 
and he consistently lights candles at every church he goes to. It's 
just — he's there. 
[Jim comes in after work. He knows the interview is happening 
and has come to join us] 
Lucius - It's hard to draw the ways in which I was supported out 
of us. Probably we're very hard to draw things out of anyway. 
The love just seems to me to be.. I just sense that love and 
closeness and did before, probably did more afterward. Certainly 
everybody's more inclined since to say we love each other, to 
draw close physically and to be there . 
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Lisa - I don't think we take things so much for granted any more 
or take each other for granted. I think the support group that is 
outside of the immediate family does things. I mean they run 
around, come and visit, that sort of thing. 
Jim - They brought books, herbal medicines. 
Lucius - That’s so true. It’s so easy. We can easily think of things 
that THEY do. 
Margaret - So in terms of this group, it’s not so much doing? 
Lucius - No. Partly I think we’ve sort of fallen back into some of 
our familiar patterns just to sort of cope. We want some sort of 
semblance of normalcy, because this is such a huge traumatic 
thing. That’s a way of saying things are OK again and maybe 
falling too far back into our normal patterns in an attempt to 
avoid the reality. We were all disrupted as soon as this thing 
happened. We’ve fallen back into our normal patterns, we’re not 
as disruptive, that sort of thing. But we’re not as conscious. 
Jim - Not necessarily bad, I wouldn't think. 
Lucius- In some ways some of us - at least I know I need to face 
it a little more. 
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Jim - But we don’t come up here thinking Lucius has a brain 
tumor and we must act differently tonight. You know, we try to 
sit and watch a movie or just talk or whatever. Just try to act like 
you would, you know, instead of saying, this is a special case. 
Marge - We all must be nice all the time! (laughter) 
Lucius - I could go for that a little more! (laughter) 
Margaret - Is that helpful to you, Lucius, when people just treat 
you as a person? 
Lucius - Right. They don't see a big C in front of my name every 
time, right! [Marge looks puzzled.] I mean seeing me as a big 
brain cancer. 
Marge - Oh, that was very clever, dear, but I didn't understand 
what the heck you were talking about! (laughter) 
Margaret - So what enabled you to treat him as a regular person? 
Some supporters, they only see cancer, cancer, cancer and its kid 
gloves or - 
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Jim - Well, you might have to put some of that out of your mind 
for a while. I think, if you want to think about the severity of the 
whole thing every minute, you can. And it'll get you, you can be 
overcome with it all the time, if you let it. Maybe it's not good to 
suppress it but you’ve got to rely on certain patterns of what you 
rely as normalcy, you know and try to come back to them, I would 
think. 
Lucius - That helps. I come out and pick up wood with you, or 
split wood. 
Jim - Or go to get the chain saw sharpened, go to a hockey game. 
Lucius - Seems more normal, feels more normal. 
Marge - For the first 6 or 7 months, Margaret, life was very 
different. Lucius was not able to do anything, with his surgery 
and radiation. The medication, the steroids were so difficult to 
come off of. It was traumatic for all of us because mostly Lucius 
would lay on the couch. For us, it was just devastating. He would 
still be here, still be part of the group and all, but nothing was 
normal. We've sort of reached a normal stage right now where 
things seem to be real good and real positive. 
Lucius - Things are! 
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Marge - Up until six months ago, walking down the driveway was 
a problem. We went on a family vacation. We went to Nantucket 
last summer. Lucius couldn t walk much. We would drag him to 
the beach and then he would go back and sleep for two hours. At 
the end of the day he would practically crawl up the stairs. 
(Lucius - I did. I literally went upstairs on all fours for quite a 
long time.) For that part, we were just all hanging onto each 
other, basically, just keeping it all together but very uncertain if 
everything would ever go back to normal, pre-cancer type. 
Where Lucius could be very much a part of our everyday lives. 
And we all slowed down. I slowed right down in the last 
year. I would sit for hours with Lucius on the couch. I would just 
always be there. Part of it was that mentally I was just incapable 
of doing anything other than the very basic stuff to get through 
the day. 
Lisa - I didn't slow down. 
Marge - You speeded up, partly as a response. I'm feeling less 
driven lately, less driven to not stop to think. 
Lucius - There's a concrete example of support though, that I felt. 
Right after my surgery that year came hockey season, and that 
was Sim’s introduction to hockey. The family kept things going. 
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good constructive activities going - especially for Sim. They took 
him in and involved him and it just seemed good to me. 
Everybody was up and doing things. I mean they saw plenty of 
me, but they saw to it that everyone didn’t just sit around and 
hover over me every single minute too. They all pitched in to 
take hold and do things. 
Marge - I think that was very reassuring to Lucius to see that the 
kids could sort of pick up the pieces and feel some of the needs, 
and support me and support each other. 
Lucius - Yes definitely. That's very true. 
Marge - And I mean, while Lucius was in intensive care his 
brother's step child was killed in an automobile accident. This 
little boy was 14 years old. Lucius was in intensive care and it 
was 2 days before Christmas I was in the hospital every minute 
but the kids held a meal here for the family. 
Lucius - Because my brother and his wife couldn't. They just 
couldn't do it. 
Marge - They were shattered. And Lucius and I were so much 
still in shock. I think that was a real hard time for these kids. 
Because they dealt with a child dying, someone closer to their age. 
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They had to sort of pick up the pieces and do the family thing. 
They had to be the family while we were trying to keep ourselves 
together. 
Lisa - After the funeral we did a meal and had all the guests from 
the funeral. 
Lucius - I was so pleased to hear that you guys had done that. 
Marge - The funeral was two days after Christmas. It was just 
like a nightmare, frankly. And then within two weeks Lucius’ 
elderly aunt died of brain cancer. So it seemed like there was 
never going to be an end to tragedy or gloom. But we all did it, 
you know? We just all stuck together. 
Lucius - Christmas. The whole family came in to be with me 
Christmas. Much to the chagrin of the nurses. They didn't 
approve at all. I was still in pretty poor shape. But everybody 
was there and they brought some presents in to exchange. 
Cindy - We decorated the IV! 
Marge - I think another thing that was really wonderful for 
Lucius was that the kids in school that he taught made this big 
"Merry Christmas" banner. I think every child in that school 
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signed it. They all tried to outdo each other about how they loved 
Lucius more than the next one. 
Lucius - There was some clever stuff! 
Marge - He had a lot of support from the kids and a lot of prayers 
the whole school prayed for Lucius when he went into surgery. 
Jim - In a public school! 
Lisa - You might be arrested! (Lots of laughter). 
Margaret - Have you thought about what enabled you all to give 
the support that you did, knowing, as you must know, that some 
people find it difficult. 
Lisa - I don’t think there's a question of supporting him. 
Cindy - He's always been here for us. 
Lucius - You see, with a family like this one I had to do my best. I 
couldn't just hang it up and say to heck with it. 
Margaret - What were the hardest things for you all, in being 
supportive? 
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Lisa - Earlier in the game, understanding his mood swings. 
Understanding that he needed to lie on the couch for 4 hours at a 
time, that sort of thing. Just dealing with his disease at all. Those 
sorts of things. Being patient. I'm sure we had our faults along 
the way. 
Jim - The hardest thing for me, especially earlier in the game after 
surgery, was trying to get things to feel back to normal. You’d get 
talking to Lucius and be able to get things back in your head as 
normal, then you’d say,”Cmon, let's go do this!" And he’d say, "No, 
I just can’t." And I’d say, "Well why not? C’mon. Let’s go. Just 
try to do it! Get out there." So it might frustrating, but that's just 
part of it I guess. 
Marge - I think we all had a hard time with that in the Spring. 
The period of decreasing the steroids was difficult. You would get 
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these little bursts of energy and then say to yourself, "O.K., now 
it's almost normal." Then they'd cut the medication and we'd be 
back to square one and Lucius would be back on the couch again. 
It was just tearing us apart watching him lie there not having 
energy. He didn't look like himself. He had no hair and was 
puffed up so that he was hardly recognizable. 
Lucius - I'm sorry you didn't recognize me! (laughter) 
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Marge - I recognized you but - 
Cindy - Yes, we kept asking who's that on the couch? (laughter) 
Marge - Well, it was hard! Because he’d be up and he'd be down 
and we would be up and we would be down. We would just start 
expecting more and he would be down again. It was a long time. 
And one day he could take a walk and then the next day he 
couldn't. If he gained ground, we wanted him to stay right there 
and we wanted to hang on like crazy and make this a normal state 
and make everything O.K. Setbacks -setbacks were difficult! We 
all fell to pieces in January when we got this false bad reading. I 
mean we all went right to pieces. And we did a lot of crying. 
Sim - Yeah. 
Marge - I guess we all did a lot of hysterical crying. It was very 
difficult. We were just reaching a point where we were looking 
forward and everything seemed more positive and whoosh! 
There he went again. We have been able to pick up again and 
switching doctors has been positive for us. 
Margaret - Sim, what was it like for you when your dad was sick? 
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Sim - I helped him but I was scared. I love my dad. 
Margaret - Any advice you have for other kids with a parent who 
has cancer? What's been helpful to you? 
Sim - Talk with someone. I've been talking to David more this 
year. When he has breaks from college I talk to him more. And 
some of my friends at school. It's helpful pretty much doing 
things with other people in the family and not dwelling on the 
cancer. 
Marge - Sim wrote a story. It's a story about when dad got cancer 
and what life has been like since then. 
Sim - It's about the last couple of years and I'm going to try and 
publish it and put it in the library. 
Margaret - Is it something that I can have a copy of? 
Sim - Sure! [Sim's story is reprinted at end of interview] 
Margaret - Thank you very much. Is there anything else about 
supporting any of you would like to add? 
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Marge - It can be difficult. There are times - I mean you want to 
be as supportive as you can, but there are times when you need a 
break I think. That’s important for support people. I went away 
with my sisters for two days this week. And sometimes you need 
a complete break from everything and all your responsibilities in 
order to be able to be strong, and in order to reaffirm that you 
don't have cancer. That you aren't ... you know I often feel like I 
am experiencing the same feelings that Lucius is, but I don’t. I do 
not have cancer and sometimes you have to just know that you're 
alive and well. 
Margaret - And physically separate yourself? 
Marge - Yeah. Historically we've spent a good part of our 
marriage where we were together all day long. You get used to 
being together. You can work together and play together and all 
that. But you get possessive. When someone's ill you get 
possessive. I often will hesitate when he's going off with his 
friends. I want to know when he's coming back or I feel like - 
how can he go off without me? 
Lucius - Initially you never wanted to see me go off in the car 
either. 
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Marge - Because I was very afraid that he would not be able to 
get home again. That he would get too tired or something would 
happen. So I d get very maternal and possessive. 
Lucius - Jim, you called once when I was up at Dave's, I think. I 
was pleased. I didn t admit it at all, but I felt good that somebody 
checked on me and also good that it was the first time I'd driven 
somewhere! 
Marge - So you do get very protective. All of us have done that 
too. It's hard then to let go. You sort of take on this role of 
responsibility. You don't resent our hanging on, Lucius? 
Lucius - Oh, maybe once in a while, yeah. But I was just 
specifically thinking then of Jim calling that time and I was 
pleased that he did because I wasn't too sure of myself. I wasn't 
driving the greatest. One thing that has been real good for me - 
that I think would have been different in my childhood in my 
family — is that I just felt as though I didn't have to hide things 
here from the kids. There was no pretense to keep up that it 
wasn't as serious as it was or anything. And once in a while I 
thought maybe we erred a little by being just too open about what 
I was dealing with and how serious it was. But it made me feel 
better that I didn't have to use any duplicity or double talk; that I 
could only talk to Marge and not the kids. I never felt that we 
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should hide anything about illness or how serious it was. 1 was 
glad of that. It made it easier all along because I didn't have to 
have to keep up any 
pretense. I know of families that have done that and it was a 
great strain on everybody. The kids, parents, everybody. 
Margaret - Was that a problem for you Sim, that you knew so 
much? 
Sim -Not too much. 
Jim - Nothing gets by Sim anyway! (Sim looks very pleased.) 
Lisa - Yes, you can try to talk above his head and he picks up on 
all the cues. If you're upset or something he reads your body 
signals. 
Margaret - And you all, would you have wanted it less open? (A 
chorus of no.) 
Cindy - I think I would have resented that. 
Marge - Cindy, you were away at college when we called. What 
was your reaction to the phone call? 
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Cindy - My roommate took the message. I didn't know anything. 
All 1 knew was that Dad had a brain tumor. 1 didn't even know if 
he was conscious. 
Lisa - It's better to know. 
Cindy - So it was a shock to walk into the hospital and see him 
sitting there. He was doing so well. Much better than I thought, 
not knowing anything. 
Lucius - I couldn t believe that just before and after surgery 
everybody was there - Barbara and my brother and sister and 
cousins. Hunter was there just before the surgery, the boy who got 
killed in the accident the next night. There were all these people 
there wishing me well and I just was so confident about it. I had 
been pretty grogged up before the surgery for a while but then 
right after I came out I was sure it was going to go well. I came 
out clear as a bell and there were all these people again! 
Margaret - Did you all essentially support each other? Did you 
have people outside of the people that supported you to continue 
supporting? 
Lisa - I think Jim's been a big help. He’s very much a part of the 
family but removed enough in some ways to be clearer about 
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things sometimes. I think he can be even clearer about things 
sometimes than I am - talking to father and knowing what he 
needs. Plus he’s been a good support to all of us, certainly to me. 
Lucius - I just marvel at how you can do it. Jim's been really a 
sole support of his father through an incredible thing. I guess 
nobody thought his father would make it except him. Jim was in 
there with his dad every night for a long time and then every 
other night for a long time. It's the only way his father has made 
it, I think. Except incredible guts on his father's part too. 
Jim - Supporting’s pretty natural. I don’t know, you just don't 
think about it that much I guess. At least, you know, I think it's 
been fairly natural supporting Lucius. It depends on what 
environment you were brought up in I think. 
Margaret - Any other suggestions? 
Cindy - It might be helpful to get a hobby. Just get something that 
you like doing to keep you calm. 
Jim - There are things like that to help you pass your time. 
Keeping yourself busy can be helpful. 
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Lucius - I want to say a really important thing. Nobody tried to 
kid anybody about anything. If people love each other and 
they re honest, that s support. I know the love and support is 
there. It's expressed in one way or another. 
Marge - No one in this family has any difficulty with going up in a 
crowd of people and giving a hug to whoever needs it. I mean 
David was very open like that right through his teenage awkward 
years. He was always willing to stop and give a hug and it didn't 
matter if all his buddies were there or not. He could just care less 
And everybody's really good like that. A hug and a kiss make a 
lot of difference. It's important. It becomes more important I 
think for our whole support group. Lucius has gotten more hugs 
in the last year! He even went out on Halloween collecting hugs. 
He dressed up so that he would. 
Margaret - What learnings can you generalize from this 
experience to other areas of your life? 
Cindy - I think I learned that I always knew how important my 
family was to me, but it really came home that it is the most 
important thing. It was really tough being away from home and 
not really knowing what was going on. Because when I came 
home it was for a visit, not to live here and be really involved in 
everything. 
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Sim - I learned that sharing things with your friends really helps 
a lot. 
Marge - I think we ve sort of learned that every day is important. 
Not to take for granted what we have. Just appreciate what we 
have. We really have been blessed in so many ways. 
As he was being wheeled into surgery, Lucius said to me 
that no matter what happens, the thing to remember is to be 
joyful. You had every nurse crying her eyes out! That was his 
message to me. If anything happened, if he didn't make it, to pick 
up the pieces and be joyful. Of course. I’m more joyful with him 
than without him! I don't think we take each other for granted. 
After you have been married for a lot of years you can get 
comfortable. I don't think we do that any more. It makes you 
appreciate what you have. We have been blessed with healthy 
children and a lot of good years. 
Lucius - Margaret, I think I've learned more than ever what's 
precious. Family and friends and life itself. All very very 
precious. So many of those little moments can slip by sort of 
unnoticed or worse yet, in being bored. Those moments can be 
beautiful. 
Life means more to me now than ever. I think life is a much 
bigger gift than mostly we ever notice, unless you get pulled up 
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short to see it. I'm much more aware of the spiritual depth to me 
than I was. I was aware of it but I always figured, well, someday 
111 take a look at that. Someday I'll be more aware of it, when I 
need to be. So now I need to be. I can't remember why I started 
to burn out on it. Sometimes I wonder, perhaps I was getting this, 
perhaps I caused it. I don t know if you ever know that. 
Marge - I think you've changed. 
Lucius - I think so - permanently. 
Margaret - Has it changed for you too, Marge? 
Marge - With the uncertainty, I think I feel more positive, more 
joyful of what we have. Lucius' having cancer has sort of put me 
in a different position in my own life. I feel in a lot of ways more 
capable. I have to deal with a lot of other things that I have 
always dragged my feet on. For me, Lucius' cancer has given me 
more confidence. It makes you stand on your own feet. My 
tendency was to lean on him. I never sensed this burnout that 
you talk about, Lucius, but if it were about anything, it would be 
being forced into a teaching position that you weren’t sure you 
wanted to do. He's a good teacher, a wonderful teacher. I've 
always felt that was a real gift that he had. 
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This whole time has been very much a learning experience 
for all of us. It's re-affirmed all of our love. We all knew we 
loved each other. We all knew that we're blessed in that we're 
lucky to have each other as a family, but I think it's all been re¬ 
affirmed. We know we have a good thing going. I think the 
biggest support that you can have is love. I really think that's the 
best thing going for us. 
Sim's Story [Unedited] 
My dad wouldn t do much with me last year. He always was 
having head aces and was really sad. I didn't know why at first. 
He was always going to doctors. 
One time he felt really bad and had to go the hospital. When 
my mom came home one night she said dad had a brain tumor. I 
was emotionally a wreck. A little while before he had the 
operation my cousin, Hunter, was killed in a jeep acsident at his 
fathers house. Around that same time my aunt died to. She was 
the last of my grandmothers sisters and brothers. 
After the operation I was releived. He had gauze all over 
his head. When he was out of the room he was in after the 
operation which I call the devil room because it was way down in 
the basement. He had stiches that looked like staples in his head. 
At Christmas he was still in the hospital. We went to visit him. 
About a week later he was out. He had to take it easy but we 
were glad he was out. Then he started radiation. He had to go 
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every morning at about 8:30 so I got a ride to school but I was 
usally late. I talked about it in school some times. One day when 
he was still in the hospital I went for a walk with my aunt it 
helped but we wished he was with us. He got very tired so he 
couldn t play much with me. One day we found a staple in his 
head. My brother in law Jim took it out with vice grips. He got 





The organization and analysis of the themes selected for 
discussion provide one possible conceptual framework that may 
enhance the reader’s understanding. Undoubtedly, there are 
many alternative ways to make sense out of the subjects' 
experience. Readers who hope to maximize their understanding of 
support for cancer patients will surely supplement this discussion 
with their own interpretation of the data presented. 
It is important to note that, although a similar theme may 
have arisen in several of the support groups interviewed, 
particular supporters, cancer patient or an entire support system 
may have exemplified the theme in entirely different ways. In 
addition, not all themes emerged in all the support systems 
studied. The purpose of this research is not to offer a 
comprehensive guide to how support "should" be extended to 
cancer patients. Rather, it is hoped that highlighting a variety of 
themes may be helpful to other support systems in sparking their 
own ways of supporting. 
I think it is also important to avoid the temptation to assess 
the significance of a theme by such measures as "five sixths of the 
support systems said this activity was meaningful to them". 
Again, the purpose of this study is to find and report what a range 
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of different people have found to be their own authentic ways of 
providing life-enhancing support. Each reader will resonate most 
to those themes that are most authentically the ones through 
which she or he naturally expresses his or her own being and 
care. 
I have chosen to frame and sequence the themes in a way 
that makes sense to me in the hope that it will at least make these 
observations and reflections useful to readers in their own 
considerations of this information. The sequence will be: 
Support Already in Place 
Commitment 
Giving and Receiving Love 
No Choice 
Belief in the Possibility of Healing 
Openness to Change 
Amount and Variety of Support 
Offering Anything and Everything 
Layers of Support 
Specific Offers 
Inspiring and "Pushing" 
Different Strokes 
Cultivating Self-Assertion 
Having Support Affirmed 
Supporters Getting Support 
Accepting Mortality 
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Joy in Life 
Intimacy 
Being There 
Reward Intrinsic to Supporting 
Finding New Meaning 
Support Already in Place 
Cancer patients found it helpful to have support already in 
place before they were diagnosed. Alice's supporters were firmly 
in place, although their roles strengthened in order to support 
Alice as much as possible. Sy strengthened his roles of 
"psychologist" and affectionate loving husband in an all-out effort 
to enable Alice to heal. Their daughters, other family members 
and friends all strengthened their supportive stances with Alice. 
A lot of Joy's support system was already in place. Margaret 
points out. 
In your support system, you had lots of people around. It 
wasn't a dearth of people. It's a different kind of sorting 
out. Some people will have to bring the people in, because 
they don't have the people, but with you, you had to make 
decisions about which of us you wanted when and how. 
Roz emphatically advises: "Cultivate support when you can. 
Don't cultivate it when you need it...It’s a life-long process. 
Something IS going to happen and you're going to need those 
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people!...You can’t do it when you need it." Margaret advises 
building on the strengths of the supporters you already have, 
when a crisis strikes. Joy points out, "Part of developing your 
own support system is being there for other people. It's like a 
circle." Later in the interview, she goes on to sing a Robbie Gass 
song she believes strongly in: "From thee I receive, to thee I give, 
together we share, by this we live." 
If you don’t have sufficient support established for yourself, 
Sally suggests investigating twelve-step programs (modeled after 
Alcoholics Anonymous) that exist to support all kinds of problems 
and not only alcohol abuse. The twelve-step programs can form a 
practical support system is already in place, that one can easily 
join (and find by calling local churches). Both Sally and her 
husband did this. 
In Katja's support system, "the groundwork was really laid 
before the diagnosis" for the connection with several people who 
would fill needed roles. "The door was open" for them to come 
into her life even more than they already were. The roles some 
people played "just clarified more and continued", according to 
Katja. Jack notes that friends’ roles "amplified" and "focused". 
Katja's three friends truly formed the supportive "family" 
for Katja, divorced for ten years. Getting recognition for the 
"family" she had was sometimes difficult. Particularly in dealing 
with doctors, Katja's friends struggled hard for the recognition of 
them as "family", even though they didn't fill the normal 
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definition. It is noteworthy that even after Katja specifically asks 
for them to be dealt with as family, it is to her ex-husband that 
the surgeon seems to speak. This lack of recognition is an 
additional frustration to her already burdened friends. 
The Cook family is used to banding together, pitching in 
when and where necessary. They are used to working 
collectively, keeping an eye out for whatever needs to be done to 
support both each other and the apple farm. For Lucius, family 
provides his main support. Lucius begins the interview by noting 
that his whole family is certainly part of my support system, a 
very big part of it". He goes on to say that "they are one of the 
reasons I wanted so hard to go on and feel so pleased that I am 
doing so well". It is important to note that Lucius' family support 
system was already firmly in place before his cancer diagnosis. 
He already had his family to fall back on. 
Although Lucius says, "we don't always talk about such 
things -- about my cancer or about how they help me", closeness 
and support are the norm for the Cook family. Most of the family 
lives in close proximity. Sim, the youngest child, still lives at 
home. You can see Lisa and Jim's house from their parents' 
livingroom window. Cindy has returned home from college to be 
at home for a while because it was too hard to be away while her 
dad was ill. She says, "I think I learned that I always knew how 
important my family was to me, but it really came home that it is 
the most important thing." 
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On Christmas day, while he was in the hospital, Lucius 
speaks of the importance of "everybody" in the family being with 
him - "much to the chagrin of the nurses". In speaking of getting 
through that Christmas time of multiple tragedies, Marge says, 
We all did it...We just all stuck together." Marge says that, 
although her children were "shattered...they had to sort of pick up 
the pieces and do the family thing." What was important was not 
what one person did. Rather, it was what the family as a whole 
did -- the pattern that the family formed together — that was 
most helpful. 
Lucius quit his teaching job, in large part because he wanted 
"more time with family". What is healing for Lucius, according to 
Marge, is "to stay home with his family". She says, "I think the 
biggest support that you can have is love. I really think that's the 
best thing going for us." 
Lucius says of his family, "The love just seems to me to be. I 
just sense that love and closeness and did before, probably did 
more afterward. Certainly everybody's more inclined since to say 
we love each other, to draw close physically and to be there." 
Lisa says, "I don't think we take things so much for granted any 
more, or take each other for granted." She says that the "whole 
family is pretty open about telling each other that we love each 
other." She goes on to say, "We are also fairly physical. We don't 
hesitate to jump into each other's laps." 
250 
Commitment 
Strong commitment in the role of support was a prominent 
theme in the support systems interviewed. Sy points out that 
there was a high degree of commitment among Alice’s supporters. 
He says, "What was very touching was the way people bent over 
backwards to make it very clear that she was very important to 
them.” Although he felt that "the odds that [their psychological 
approach] would succeed were very tiny," he still felt, "you have 
to do everything you can" in "an absolute all out effort." 
Again and again, Sy says that he was willing to do anything 
that might help his wife- even if it meant "letting her go". He 
knew that his wife might change such that she would have to 
leave him. "I wanted to do everything I possibly could for her 
because she's the most important thing in my life." Alice's two 
daughters were just as committed. Lisa says, "I know I wasn't 
ready for you to die and I knew that I could not at any level 
accept you giving up. That was almost more horrible to me than 
you dying. I was willing to do whatever was necessary to inspire 
that in you." Alice was also very committed to supporting herself. 
Sy says, "She didn't know if she'd make it, but she was going to 
give it everything she could." He later goes on to add that "her 
own dedication was absolutely fantastic." They agreed that her 
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best chance of healing was to use therapy as a means to heal her 
body and be intensely committed to this course of healing. 
Betty and Wendy were intensely committed in their support 
of Michael. The length of unwavering commitment is striking in 
their story. Over a period of five years, Betty and Wendy 
struggled along with Michael in his re-occurring battle with 
cancer. When they thought the cancer might be gone, it would 
come back. Betty herself was diagnosed with colon cancer while 
helping Michael fight his battle.lt took will power to go on. Betty 
says of her helping Michael 
Everybody was more concerned about me than I was 
because I knew that I would do it. I knew I could do it. I 
had done it many, many times before...I would be up with 
him all night and then get up and go to work the next 
morning. 
One is struck with the extremity of it all — Betty getting 
colon cancer and continuing to help Michael, driving to the 
hospital exhausted every day to see Michael, painful vacations 
with Michael, Michael digging at his itching jaundiced skin, Wendy 
crushing popsicles and giving a spoonful at a time to Michael, 
somebody being with Michael at all times, keeping the promise to 
be there with Michael at home while he dies, watching as his 
breaths become fewer and fewer. A good example of the extreme 
intensity -- both of Michael's struggle and Betty's support - is in 
the following story of when Michael had back surgery: 
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He went four days without any sleep because every time he 
would start to fall asleep he'd go into a spasm and he would 
wake up screaming. He was afraid to go to sleep and he was 
really, really tired...I sat there and rubbed his arms and 1 
talked to him and you know, got him to kind of relax a little 
bit. 
When Michael was dying, Betty made sure someone was with 
Michael at all times. Even when I was there, if I had to go out of 
the room, I made sure somebody came in. I would not leave his 
room at all." It was not always easy caring for Michael. There 
were tears, tension and stress - and yet the willingness to go on. 
Commitment to allowing as few distractions as possible 
helped Peggy and Eva form a clear connection between them. 
Peggy says, "When I would come here...within an hour it would 
feel like my life back home didn't exist." While with Peggy, the 
focus between them would be so strong, that for Eva also "It was 
like my family would disappear, my kids would disappear, my 
husband would disappear. Space would just come." Focusing in on 
what is essential -- this "stripping down to what is essential", the 
bare love between Eva and Peggy -- comes out again and again in 
the interview as deeply helpful. It is important to note that Eva 
and Peggy did a lot of practical things, such as getting babysitters 
and "going away" to the studio, to achieve this focus. 
Peggy insists that "it isn’t that I'm unusual or have extra 
energy or whatever...what made it possible was making her a 
priority". She continues, "I guess that I want to stress that I think 
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it is really possible, regardless of what your other life is, to put it 
aside and to be there for someone." 
The three friends who were Katja’s main support, made up 
what Katja called her intensive care unit" . They were strongly 
committed to giving Katja intensive care". They were people with 
whom she felt a deep kinship and with whom there was no 
chance of pretending and no need to make them comfortable. 
Further, she felt that whatever I experienced was all right 
because they were just there." Not only were they committed to 
giving Katja support, but Katja became committed to allowing 
herself to receive their help. Receiving help from others had been 
difficult for Katja before being diagnosed with cancer. 
Katja and her supporters echoed Peggy's insistence on the 
importance of screening out anything irrelevant to healing and the 
impact staying clearly and intensely focused on healing. The 
teen-age children who were acting out and highly "distracting" 
were moved to their father's. In the realm of graduate school, 
Katja had her advisor, Don, to fill the "focusing" role, and help 
protect her from and guide her through the university system. At 
work, her co-worker. Bob, "dealt everything out" and made work 
less distracting from her healing. Beth, Katja's sister, and Peter 
protected her from the trials of dealing with her teenage sons. 
Katja’s "intensive care unit" helped screen out the difficulties of 
dealing with doctors. 
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It just clearly had to be done" is a phrase used throughout 
the interview. The socks had to be thrown out, the boys had to be 
moved to their father's. Beth had to stay awake to help Katja 
through the night. Commitment to Katja's health was paramount, 
and helped to ease coordination of support. Egos were put aside 
in making decisions. "If it was clearly all right for Katja, then that 
was the way to go." 
Even though family members got exhausted and scared, 
Lucius's family did not withdraw from Lucius. Throughout the 
ups and downs of Lucius' initial recovery from surgery, radiation 
and steroids, Marge was always close to Lucius. She says, "I 
would sit for hours with Lucius on the couch. I would just always 
be there." Sim says, "I helped him but I was scared. I love my 
dad." Although he was scared, Sim still helped his dad, showing 
and telling him that he loved him. Recently Cindy has come home 
for a semester, finding it too difficult to support — and be 
supported — away from the family. 
Giving and Receiving Love 
Throughout the interviews, people spoke of supporters 
giving love and cancer patients both receiving and returning this 
love. Alice, Sy and their children strongly believed in the 
connection of mind, body, and emotions and felt that, in order for 
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Alice to heal, she would have to learn to feel loved. Sy, in 
particular, felt that the core of Alice's psychological issue was that 
she irrationally felt very unloved. Alice's entire family strongly 
felt that turning this issue around was important in her turning 
her cancer around. Marty describes her mother as "the classic 
mother, in a sense, giving of herself to everybody" and not asking 
for things herself, giving love out but not taking it in. Sy says, 
"Alice could do for others but she did not want them to 
reciprocate." People welcomed the opportunity to "return the 
love” to Alice. As Lisa said, "How could you have a mother like 
that and then not give when she needs help?" People went all out 
to give and demonstrate "tremendous love and affection" to Alice. 
Marty says, 
Before you couldn't truly accept that love and attention. 
You finally allowed yourself to accept the love. You were in 
a situation that you had to. You actually had a lot of it 
around and you could finally absorb it. I think that was as 
instrumental in your healing process as anything. 
Sy adds. 
In talking with Alice what seemed incredible to me was 
that she felt unloved. I felt I would have to make an effort 
to kind of overwhelm any sense of doubt. So I became 
much more physically demonstrative than before, with a 
great deal more hugging and trying to reach her in the most 
fundamental way I could think of. Just holding her and 
telling her I loved her. Before,I might have thought it, but 
with the busy work of everyday affairs, I wouldn't express 
it as much. But now I became very, very openly expressive 
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Alice says, He gave me all this love that I almost absorbed 
without realizing it." Sy felt it was extremely important to 
"communicate love...with no strings attached." He asks, "What is 
the essence of the healthy love relationship? I think it's accepting 
the person for who that person is, and delighting in that person s 
growth. Communicating this love and acceptance is essential in a 
support system. 
Being able to return love was an important theme for Betty 
and Wendy. During Michael's last twenty-four hours, Betty says, 
"Whenever I was sitting with him and whenever Wendy did, we 
would just keep telling him we loved him and we were there for 
him." Where previously actions were able to show love, now love 
was shown through words and "being there". 
Betty and Wendy's deep love for Michael sustained them 
throughout their time of supporting him. As their tears 
throughout the interview clearly showed, Betty and Wendy still 
grieve for Michael. Betty says, "Going through taking care of him 
and going through the disease with him was much easier than it is 
now. I'd much rather have him to take care of and that's 
probably me being very selfish, but taking care of him was not 
difficult, although seeing him in pain was." 
Many many people showed their caring for Joy while she 
was ill, sometimes to the point of overwhelming Joy, for example, 
with the huge number of phone calls she received. However, it 
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was the people in her "inner circle" on which she most relied. Her 
husband. Bob, found it important to both himself and Joy 
that a small handful of people were there who could 
genuinely be supportive...people who accepted us and still 
stayed connected no matter what. Probably an important 
part of staying alive was staying connected. 
These people could be counted on to support and love both Joy 
and Bob and didn't have to be worried about or "coddled" in any 
way. Joy goes on to say, "What really sustained me was people 
who really loved me." 
For Joy, friendship was always incredibly important, as Roz 
put it "the most important thing". She was always a very social 
person, less so following her diagnosis with cancer, but still very 
social. Joy has been cognizant that "isolation leads to despair" for 
many years and has worked before on establishing support 
systems for herself and others. (She organized despair and 
empowerment workshops to support people facing the nuclear 
threat, and has been a member of Interhelp, a support 
organization for "helpers", for several years.) 
Both Bob and Joy were very concerned about not being able 
to "appropriately" thank people for their support. Joy says, "For 
me, probably one of the hard parts was taking support from 
people and not feeling like I had to give, just taking it and not 
having to give something back." Bob could not send the thank you 
notes he was used to sending. 
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No Choice 
Several supporters spoke of having "no choice" but to 
support. For Wendy, love for Michael formed the seed for her 
support, as she honored and acted on her own essential loving 
nature. Being true to herself, she had to support Michael. The 
theme of having "no choice" but to help Michael comes up 
strongly. Wendy says, 
I guess I just cared about Michael. I didn't think anyone 
else would do it, so it was kind of like I didn’t have any 
choice. I didn't like doing it, but I don’t think I could have 
forgiven myself if I just walked away either. 
Betty says, "You had to keep going no matter what that meant, no 
matter what you had to face to get to the other side." 
For Peggy, the "beckoning" of the experience was so strong 
that she "had no personal choice" but to support Eva. The 
experience of supporting was so rewarding for Peggy that it kept 
calling her as an "opportunity", not to be missed, to serve and 
grow. Her support of Eva was not a chore — or a burden -- but an 
"inescapable choice". In this opportunity she found the intrinsic 
reward of love: having one’s love deeply received, and being able 
to see that the loving truly mattered. 
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Belief in the Possibility of Healing 
Supporters believed in the possibility that the cancer patient 
they supported could heal from cancer. The commitment to 
Alice s healing came, in part, from Alice's supporters believing 
that it could be done. Their belief systems allowed for the real 
possibility that emotional, psychological and spiritual factors could 
be important in physically healing. Lisa says to her mother, "You 
had such a unique experience in that I don’t think any of us had 
any doubt that there was at least a possibility that you could beat 
it, that you could completely transform yourself and that you 
could completely cure yourself." Lynn says, " I'd been imbued in 
that culture where belief systems are known to be important. So 
it was a real possibility for me that you were going to turn it 
around." Alice "felt carried along" by her supporters' belief in 
her healing. 
Joy "steered away from those people who didn't have some 
faith in my healing". Roz says, 
I never for a minute thought you were going to die. It 
didn't EVER occur to me. I knew you had a serious illness 
and I knew you were going to get through it. I was sure you 
were going to survive. I made that assumption from the 
beginning. 
Bob speaks of the "message" to Joy from her co-workers: 
"Yes, you’re going to survive this and when you come back to 
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work, you’re going to function.” Margaret gives the advice, "Don’t 
think of yourself as only a cancer patient, or as only able to 
receive." 
Lucius speaks of it being helpful to be treated as a person 
with cancer, rather than only as a cancer patient "with a big C in 
front of my name'. Jim says, "We don't come up here thinking, 
Lucius has a brain tumor and we must act differently tonight. You 
know, we try to sit and watch a movie or just talk or whatever. 
Just try to act like you would, you know, instead of saying, this is 
a special case." Having no "pretense" about his cancer, particularly 
with his children, has been very helpful to Lucius. "It made me 
feel better that I didn't have to use any duplicity or double talk; 
that I could only talk to Marge and not the kids." 
Getting "back to normal" was and is a strong theme for the 
Cooks. For them, normal means without cancer. Jim speaks of 
trying to come back to "certain patterns of... normalcy" to help 
his sanity through it all. He says, "The hardest thing for me, 
especially earlier in the game after surgery, was trying to get 
things to feel back to normal." Marge speaks of the extreme 
difficulty of seeing Lucius laying on the couch day after day, 
bloated and abnormally still. She speaks of her relief during 
Lucius bursts of energy when she could say to herself, "OK, now 
it's almost normal", where the family "wanted to hang on like 
crazy and make this a normal state and make everything OK." The 
261 
word "normal" - and the desire for the pre-cancer "normal" times 
- comes up throughout the interview. 
Openness to Change 
Regaining full health required cancer patients to change 
very significant aspects of their lives, life-styles, and basic 
assumptions. To be of help with this dimension of recovery, 
supporters had to not only encourage and nurture the changes 
that the cancer patients wanted and needed to make, but often 
they had to also be willing to undergo substantial changes in 
themselves in order to do this. 
The cancer patients interviewed often showed a strong 
willingness to change. Alice and her supporters speak of her 
becoming open to new ideas as well as to love. Sy tells her 
You became incredibly open, not only to love but to ideas. 
Some of the ideas seemed way out to begin with. Alice was 
just open to anything. She would explore any idea no 
matter where it came from. 
Katja wanted to be open to both the ideas of the medical 
establishment and anything else that might be healing. She did 
not accept the authority of doctors as above her own authority 
over herself. When met by opposition in doctors to alternative 
healing ideas, Katja says "Beth and I just looked at each other" in 
such a way that Katja received the support that she needed to 
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stay open to anything - new or old - that might heal her. Of 
Katja s interaction with her conservative oncologist, Beth says, "I 
was very proud of you...You wanted her to know that there were 
other ways of looking at things." 
When Ellen Tadd presented her with the possibilities of past 
lives, Katja says, "I was really too weak to ask questions. That 
was really the chance how all this stuff could come in...I really 
didn t say, oh, this is bull. I just thought this is very interesting...I 
just let it happen." Katja used cancer as a catalyst to be open to 
change, open to exploring new ways of being. 
Katja speaks to the theme of letting go of judgments, 
expectations and preconceived notions of what might be offered 
as support and looking for the love underneath the particular 
offers of support. She speaks of her judgments and expectations 
for support from her teenagers as well as from a friend, Mary. 
One regret which Katja has is that she was not as open and 
understanding of her teen-age children as she might have been 
when she was diagnosed with cancer. With the hindsight of 
several years, she is now more open and understanding of what 
her children went through. She feels that her children were 
inadequately educated as to what was going on. 
I think it's very important to talk to the kids. And I wish 
that someone would have told me that their anger would 
come out in these fits and conniptions. It's their own fear. 
263 
And I didn t understand that...I felt incredibly unloved and I 
felt that I was a failure as a parent. I would be with the 
kids differently now. 
In referring to the incidents when her friend, Mary, brought 
her repulsive pastry and her unwanted playful dog, Katja says 
I couldn t even accept love. With my expectations, I short¬ 
changed myself. I was forced to open myself to love and 
caring. I learned love has many faces and many ways of 
being...Recognizing the love I was given instead of judging it 
— that's the lesson of my life! 
Katja also makes a strong statement against fighting with 
doctors with whom you disagree. Instead, she suggests sending 
"them golden light and holding them in light" - supporting 
doctors in this image, and staying open to both them and their 
ideas. 
Supporters were also open to change, both within 
themselves and in the people they supported. In important ways, 
Katja was supported by her friends to change and be open to new 
ideas. They did not insist that she stay her "old self" or change 
back. Katja was able to allow cancer to be an "opportunity" to 
change her life, something to which she "had to listen". To get out 
of childhood "conditioning" and allow a broader range of 
possibilities to heal, one suggestion that was made is to include 
non-family members in a support system, people who may not be 
as attached to someone being or remaining a certain way. 
It was not only Alice who became more open and changed. 
Her supporters changed with her. Sy, an atheist, had to adjust 
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and accept Alice’s new-found interest in spirituality and religion. 
Marty says to her dad, "You’re much more open now and are 
much more accepting." She goes on to say, "I don’t know that 
you, Mom, would have gotten better as quickly, if Daddy hadn’t 
been able to grow with you and make the adjustment." She tells 
her dad to give himself "love and credit" for having changed. Lisa 
says of her experience supporting her mother, "This transformed 
my life too. She witnessed her mother's intense involvement in 
therapy and sought out her own therapy. 
Because you were so engaged with finding your own 
home and exploring your inner self, that really inspired me 
and I went and found myself a psychosynthesis 
therapist...[which] really transformed me in a way I don’t 
think I could have imagined...I think for all of us there was 
incredible evolving transformations. We watched a miracle 
happen. 
Being open to change as a family was a key to Alice's 
healing. Sy says, "What came across to Alice is that she could go 
in any direction she wanted and all of us would completely 
support her ... It was not a threat to me to see her change; it was a 
joy and a relief." Marty says, "Everybody here was so committed 
to Mom being well and living that any change was fine. We were 
very willing to give up the old Alice for whatever new Alice 
would be if that would make her healthy." "Beyond the 
emotional family support", Lisa points out that Alice’s supporters 
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all had a great understanding of how thoughts and emotions and 
belief systems create the reality we experience in our lives.” 
Amount and Variety of Support 
In Alice s words she had absolutely an unusual amount of 
support for any one person to have". She also had a wide variety 
of kinds of support. Not only did she have love and affection, but 
she had "an incredible reference list, so to speak, of information", 
brought to her by her supporters. The information ranged from 
information about spirituality to information about psychology 
and the mind-body connection. Supporters were appreciated by 
Alice for doing "his or her own thing. Some people would bring 
something to eat. Some people would just come on afternoons to 
visit." Marty came on weekends to "give physical support" by 
cleaning the house. She also helped to search out medical 
procedures. Lynn sent books and tapes and telephoned often. 
Marty speaks of an important "decision point of whether to 
let people know how sick Mom was." She goes on to say, "I'm so 
glad we told people because once people knew, they could help. 
People couldn't help if they didn't know help was needed." With 
the news of the cancer, contrary to Alice's concerns, people did not 
"shun" her. "They reached out more." 
Eva compares her two main supporters, Peggy and her 
husband Fred. Both were "the best" that they could have been, 
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but very different. Fred was her "steadfast tin soldier", 
unhesitatingly leading the charge to a sure win over cancer, after 
the initial week of the diagnosis, never negative or pessimistic. 
He never treated Eva as a cancer patient which Eva says also 
helped lessen her isolation. When physical support, such as taking 
care of the house or kids, was needed, Fred would be there. Peggy 
provided Eva with a kind of emotional support that Eva didn't 
need from two people. 
Joy found it helpful to have a clearing-house person who 
could help direct the support. In Joy’s case, her husband, Bob, did 
this a great deal and her friend, Alice, took on this role too, 
directing people who wanted an active role to making casseroles 
for Joy and her family. 
Offering Anything and Everything 
Being willing to offer whatever it might take to help a 
cancer patient heal was important. Often supporters had to 
overcome their self-doubts and trust their intuition. Jack speaks 
of worry as a difficulty for him as a supporter, worry that 
"whatever I was asked to do would be enough", concern that what 
he did would "be the right thing"and learning to listen to and trust 
a deeper intuitive knowing of what would be "right". 
In Alice's support system, Marty says "No one was afraid to 
tell you anything you might be helped by, no matter how unusual 
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or obscure it was or wasn't. They didn’t censor it." They left it to 
Alice to choose from the menu extended to her. Lisa says, "People 
don’t always know what they need so it's good to just give them 
anything and let them filter it." Marty concurs, "You have 
nothing to lose by offering anyone those things. The most they 
can do is throw it out, but at least it's there for them. They have a 
choice." Sy stresses "the importance for the patient to be able to 
talk about anything, including death. To make it so there are no 
taboo topics." Lynn advises extending the concept of "anything 
goes" to include understanding that a cancer patient, perhaps in 
pain, might choose to die. 
Peggy gave Eva open permission to intensely explore 
however she was being or feeling. Eva found that having one 
person, with whom she had "permission" to go to the raw edge of 
whatever was happening, was immensely helpful. Giving this 
permission as a support person was immeasurably rewarding to 
Peggy. For both Eva and Peggy "being themselves" with each 
other was emotionally healing. 
Betty offered the gift of "learning to let go" and letting 
Michael be in control and make decisions different from the ones 
Betty might have made. This was very hard, but she knew how 
frustrated Michael felt when not in control, especially of what he 
felt he could control. Betty says that sometimes 
I was very over protective and I wanted to be in control to 
make sure of the best care for him. It was hard for me to 
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step back...When I could stand back...I was really happier. 
He was still able to maintain his dignity and that was very 
important...I fought very hard to let him make as many 
decisions as he could make.If he didn't want to eat, he didn’t 
want to eat....I was not going to force this man and have him 
be more frustrated. If he felt he didn't need his medicine, 
then he didn't take it and I didn't make him take it. 
It is Betty's suggestion to supporters to "stand back and let [the 
patient] make the decisions." It is especially important for 
supporters to stand back and allow people "the dignity to go out 
the way they want to." 
If supporters are to offer anything, they must be ready for 
the patient to choose to say no. Alice describes how she needed 
at least one supporter to hear her "no" after she felt she was well 
and wanted supporters to withdraw and let her "go back to being 
normal". Lynn advises that is important for supporters and cancer 
patients to be free to offer "no" to each other, although it can be 
difficult. She says, 
On the support side, if you get a no, it's good not to sit there 
and harbor all this resentment. Just say, anything goes, 
including I don't want you in my life right now. I don’t 
want you to come over today. 
Lavers of Support 
Support systems were described as having different layers 
of support, each important in its own way. Each layer was 
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composed of different people performing different functions for 
the cancer patient. 
Alice describes her support system as composed of two 
different steps . At the first step was "the basic support system", 
composed mainly of family, very "active" in her support system as 
a source of daily loving support. "At another step beyond, were 
our friends. These people were not as close to Alice, but played 
active roles in doing things for her, such as being willing to talk 
about what was happening, or inviting her out for lunch or a walk. 
Alice's support system was already in place before she was 
diagnosed with cancer. 
In Eva’s support system, she has different styles of support. 
The close supporters were her husband, Fred, and Peggy. Others 
drove her for radiation, helped with kids and were more 
"functional" supporters, but with Peggy in particular Eva could 
reach a strong "depth level" of connection and support. Peggy 
wonders if Eva's husband may have felt jealous of their 
relationship at times, but Eva says that he was relieved to have 
someone else having the role of taking on the "burden" of such 
intense emotional support. 
Joy speaks of several concentric circles in order to describe 
her support system. "Healers" form the outer circle, "gracious and 
concerned" acquaintances and friends form the third circle, close 
supportive women friends are the second circle, and immediate 
family as well as people living well with cancer form the inner 
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circle of Joy's support system. The boundaries of all these circles 
are permeable, with people passing from one area to another, but 
Joy particularly speaks of the How between the two inner circles. 
It is the inner circle that Joy speaks of as being part of her "daily 
life". The two inner circles provide "emotional support" and the 
two outer circles provide more "functional support" (childcare, 
cooking etc.), although both kinds of support occur in all the 
circles. 
Joy speaks of having a smaller, but more "intense" circle of 
friends since she was diagnosed with cancer. She has found that 
she is choosier about how to use her time and energy, particularly 
with people. "My relationships have gotten deeper". Some people 
in Joy's life couldn't "hang in there", but Joy says "cancer 
definitely brought my family closer together." Conversations with 
her mother lost their superficial quality and became "real". 
Having roles that need to be filled in order best to enable 
healing is the first theme that emerges in the interview with Katja 
and her supporters. Ellen Tadd speaks of healing occurring on 
different levels, spiritual, emotional as well as physical, and of 
Katja's "finding people who would be able to help her in a certain 
aspect that she needed help in." 
The family is spoken of as the "core support group" in the 
Cook family interview. Other relatives and friends supported too. 
Lucius says, "it’s not so much things that the family did, just the 
love that was there." Lisa describes other supporters, outside of 
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the family "core" support, as characterized more by doing things. 
I think the support group that is outside of the immediate family 
does things. I mean they run around, come and visit, that sort of 
thing. Friends drove Lucius back and forth on the long daily trips 
for his seven-week radiation treatment. 
Betty and Wendy were the central supporters for Michael 
and functioned in a large variety of roles. At times they were the 
only "layer" of Michael's support, relying heavily on their own 
stamina and their own support of each other. The stress of this 
self-reliance was often enormous. For the most part, according to 
Betty, "there was nothing to fall back on" - except themselves. At 
times, however, their pastor as well as other friends helped to 
relieve the stress for Betty and Wendy of being sole supporters. 
Specific Offers 
Supporters were appreciated for not asking what they 
should do. They took the initiative in offering specific support. 
Alice says, "They just said, "This is what...I'm going to do for you." 
Lynn suggests to supporters that they not "say whenever you 
want anything, just call." Instead she says, Offer something. 
Offer ways you feel good about being with the person. Tell the 
cancer patient how to use you. Don t make the cancer patient 
supply the specifics." 
272 
Joy tells supporters not to burden a cancer patient by asking 
what to do."Don't call and ask what you can do. Don’t call the 
person with cancer and say, what can can I do, but DO something!" 
Inspiring and "Pushing" 
Cancer patients benefited from being inspired and even 
pushed by supporters into health-giving directions. People 
certainly inspired and pushed Alice. She remembers Lisa saying, 
"I'm not waiting for you to die. You've got to do something about 
it." Alice continues, "There were expectations from my family for 
me to actively heal myself. That was an inspiration. They didn't 
let me just sit around. That they would not have tolerated. I 
needed just a little bit of a push and then I just took off on my 
own...There was freedom, but there were expectations." 
As Sy puts it, with the crisis of cancer, there could be no 
"bologna...no time for fooling around." Just as an athlete needs a 
coach to keep going, so does a cancer patient: 
The person struggling with something like Alice was has a 
tremendous ordeal like an Olympian athlete and needs 
something like a good coach. Somebody who is a source of 
support and can be leaned on. 
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Michael nicknamed Betty, the "Little Drill Sergeant" and 
often responded to her 'orders" more than to the nurses in the 
hospital. It was Betty who gave Michael his medications and who 
got Michael to cooperate. Betty tells the story: "If the nurses in 
the hospital couldn't get him to cooperate to do something they'd 
always say, 'Well, when Betty comes we’ll talk to her.' He would 
say, "Yup, she's the little drill sergeant, and she gets me to do 
anything.’" 
Joy speaks of her need to "have someone to inspire me". For 
example, when she was feeling very alone and isolated, she called 
Marty, who was a blind psychotherapist, living well with his 
"disability" and who could definitely provide inspiration. She 
persevered in getting support and inspiration for herself. "It was 
important to persevere. When the doors weren't open to go to the 
next door, to knock on the next door and hope that somebody will 
answer, and if not, knock on the next door"--until someone opens 
one and "gives you a big hug". 
Joy also found inspiration in having people in her support 
system who were living well with cancer. They increased and 
maintained her faith in her own healing. Sally and Margaret tilled 
this role for Joy. 
Jack speaks of watching for moments in which to be 
supportive is important, such as the moment when he pinned her 
letter of recommendation for the doctoral program on Katja’s door 
where she would see it when coming home from the hospital. On 
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the letter was a note saying, "Now, more than ever. Love, Jack", 
ur£ing her onward and less hesitatingly into the precious future. 
Katja speaks of her own helping of cancer patients as trying to 
inspire them "to help them hear themselves. What do they really 
need." 
The Cook family's reliance on Lucius pushed him to get well. 
Cindy speaks of the shock of having her father sick. "We always 
look to him for answers or rely on him all the time. I think we all 
do that. Lucius tells of his oldest son, Dave, speaking to him just 
after he was out of intensive care and saying, ’"You've got to get 
better quick, you've got to get home, we're falling apart! You’ve 
got to come home and put us back together again, you can do it!" 
His family truly wanted and needed him and told him so. Lucius 
says, "I was most anxious to get home. I convinced the doctor to 
let me out a little earlier." 
Different Strokes 
Although the psychological orientation that Alice used 
worked, Sy is very hesitant to give advice for cancer patients in 
general. He points out that what helps one cancer patient may not 
help another. 
Sy suggests putting aside any guilt supporters might have 
about helping in one way or another. In this he speaks directly to 
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the real possibility that any cancer patient may die no matter 
what support is given. 
People do such a lousy job of dealing with death and I 
think they have to understand that there's no guarantee...No 
one thing is a guarantee, whether its diet or psychological 
factors...we re all going to die anyway, no matter what your 
spiritual or psychological orientation. Do what you can and 
hopefully it will help. If you did things that could make the 
quality of your life better, my God, how can you possibly 
feel guilty about it? It's a good bargain no matter what 
happens. 
Peggy advises people to learn as you go what support works 
best for both cancer patient and supporters. She says, "Everyone 
must support in their own way. The way I do it is just because 
it's me...It could be a real burden if people had to do it a particular 
way...it could feel like a burden, to have to do it the "right way". 
Support comes from the deep expression of the personalities 
involved. 
Sally notes, "It's hard to make a formula for someone forming a 
support system." There are no exact rules or regulations for 
supporting. Each support system must necessarily be different, 
depending on who the patient and the supporters are. It’s very 
important to accept and honor differences, different needs. 
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Cultivating Self-assertion 
Expressing one s will to live requires a quality and clarity of 
self-assertion that usually calls for new learning on the part of 
cancer patients and their supporters. To be of greatest help to the 
patients, supporters were typically quite alert and resolute in 
giving their support to the self-assertive actions and attitudes of 
their friends. Frequently being of support also called upon the 
supporters to be quite self-assertive themselves. 
Dealing with Katja's illness taught both Katja and her 
supporters some lessons about assertiveness. For instance, with 
Katja and her supporters, there was a pattern of not speaking up: 
Katja initially about the lump in her breast or her depression, Beth 
about her needs and boundaries as a supporter, and Ellen about 
the "hysteria" she heard in Katja’s voice as they walked to work 
together. All worked to change this pattern. In dealing with 
Katja's doctors, Katja's "intensive care unit" learned to assert 
themselves as Katja's chosen "family" to join Katja for 
consultations. 
A main change for Katja was getting out of the victim role 
and asserting her own rights. Her decisions that it was all right to 
rest and all right to ask her ex-husband to have their sons live 
with him were pivotal in beginning to assert herself in the healing 
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process. Making the choice to heal, and the choices of the 
ingredients of her healing was the "first true choice" of Katja’s life. 
Interestingly enough, at the same time, Katja was also able 
to assert her right to be taken care of. She allowed others to 
really help her, without her necessarily being in "control". She let 
others reach out to her. I learned that being loved was all right." 
She says that it was hard "really to learn what it was like to be 
loved and not controlling it." Katja says "whenever things were 
bad, one of these three would sit there and all I had to do was just 
open my eyes and I knew they were sitting there and I didn't 
have to speak and I didn't have to do anything. It was 
wonderful." 
Alice says "The way people approached me motivated me to 
really want to live for myself." She learned to assert herself. 
Lisa tells of Alice needing someone to go with her to a doctor's 
appointment and the shock of hearing her mother tell her dad, "I 
want you to be with me. You're the one I want with me." Sy says 
that Alice's self-assertion "made life much easier for me. It was 
much harder to adjust to Alice as the totally giving person, which 
was a pain...I wouldn't know where she stood on things...there was 
no security in doing things that were right by her or not." 
Joy speaks of her own very active role in obtaining support 
for herself. 
Some people say, well, you were really lucky. There’s some 
truth to that, it was fate, it was luck, it was whatever, but I 
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a.lso sought them out. I wasn t passive. I was actively 
involved in getting people involved in my 
life. I went out and sought those people that I could really 
relate to. 
When Joy asserted herself to obtain support, her self-assertion 
was reinforced by her supporters responding with the help she 
sought. 
Sally speaks of asserting oneself in order to put oneself in a 
position to attract support. She says, "It just goes back to the 
basic: What good things can you do for yourself so that you are 
less needy so that you do attract a support system?" Joy says, "At 
times I was too needy, almost, for other people to enter into my 
space. The less needy I got and the more I gave, the more people 
were able to come into my space." By asserting herself to do 
things for herself and thus become less "needy", Joy also enabled 
others to help her. 
Having Support Affirmed 
Even though supporters were careful not to burden the 
patients with their own needs and problems, they still felt 
empowered and revitalized by the ways their support was 
affirmed by the patients. While she was sick and also during the 
interview, Alice was able to affirm her supporters for the support 
they gave her. She tells Marty, "You did everything that you 
needed to!" She also tells Marty that she had given the physical 
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support that only she could best give. To Lynn she says, "You've 
always been a part of the family! Those talks we had were great." 
Of Sy s efforts on her behalf, she has much praise, including praise 
for his courage in believing in his "own ability to take the 
scientific knowledge that you had and apply it. I thought that was 
really great." 
Michael's last words to anyone before slipping into a coma 
were to Betty: "I love you." Certainly Betty cherishes these words 
of love and affirmation, holding them close for comfort. 
Joy was well able to respond, to accept and "stroke" the 
people who supported her. She supported her supporters by 
showing her appreciation of them. Rather than finding it draining 
to be with Joy, they often received energy from the experience. 
Roz says. 
It's always been very easy with you, Joy, easy to love you 
and be close to you. Again, I never felt like I was doing 
anything. I just felt I was doing what came naturally and 
that it was as important for me as it was for you. Accepting 
you and having you love me back was as important for me. 
Joy was very supportive of her supporters. Margaret speaks 
of Joy’s "ability to reward us". When contrasting her experience 
supporting Joy with her negative experience supporting her sister, 
Sally advises cancer patients to "Be nice!" to their supporters as 
Joy had been to her. Joy's affirmations of the support Sally gave 
enable her to say, "I feel enriched by supporting you." 
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After Joy's chemotherapy was completed, she and Bob 
rented the community hall in the town where they live and 
affirmed the support they both had been given by throwing a 
party for about one hundred and fifty townspeople who had 
supported Joy through her illness. Margaret spoke of "the good 
times that we had while I was supporting you." These good times 
gave me the "energy to continue". Roz says "I didn't ever feel like 
I wasn't getting anything in return." 
Supporters Getting Support 
Of central concern in this study is a sense of what supported 
the members of the cancer patient’s support system. Supporters 
found it extremely important to have support for themselves. 
Marty says, 
We were all fortunate because not only were we a good 
support system for Alice but a good support system for each 
other...I think it would be much harder if we hadn't had that 
support and actively sought it out. We would be much more 
distressed and conflicted in trying to help our mother. 
Lisa says they had to get support for themselves "or we would 
have put our own lives at risk to do it." 
Betty's support of Wendy is also evident throughout the 
interview, as she points to and underlines with amazement her 
daughter's efforts and gives the details of what it means that 
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Wendy "has always been there" for Michael. Betty also has 
immense trust in her daughter. Out of anybody that would have 
been there to help me with him, Wendy was the one I trusted the 
most." Michael also trusted Wendy. Betty says, "If Michael needed 
something or if he was scared, I knew that he would relate to 
Wendy, but I wasn’t sure if he would relate to anybody else." 
In addressing the question of what enabled and supported 
the supporter, it is obvious that Betty and Wendy's support for 
each other helped them to go on. Each was able to appreciate who 
the other was and what she was doing. One is reminded of the 
double meaning of the word "appreciate": to value and to increase 
in value. Not only did Wendy and Betty appreciate each other, 
but this appreciation increased throughout their time of 
supporting Michael. 
Betty also answers that "God" supported her. Her strength 
throughout it all came from God. "I think God is the one who gave 
me the strength, because from the very first time Michael had 
cancer I just prayed that God would give me the strength." She 
goes on to say, "I'm just glad that God made me the kind of person 
that I am. I am the kind of person that I know I can be strong." 
Betty also takes pride in knowing that Michael became a Christian 
through her. If, as many say, "God is love", then we once again 
have love as the central nucleus or core that enabled support to 
occur. 
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Peggy found that support for herself was essential. "It gets 
scary being a supporter and that's why you need support...get 
help looking at what’s making it scary." The support of Peggy's 
husband helped her to support Eva. He clearly told her that he 
would support her coming to Eva's whenever she wanted. This 
meant talking over the details of their household, including the 
parenting of their two children. He too saw the support that 
Peggy was giving as extremely important and gave additional 
validation to Peggy's efforts. 
Supporters spoke of the necessary times when they would 
have to rejuvenate themselves. Being quiet and peaceful, as well 
as looking to one's own spirituality for support could be helpful 
and even essential. Peggy says she derived great support from 
tuning into her own "inner resources". 
Margaret spoke of the necessity and the difficulty of 
withdrawing: 
Sometimes there was the feeling of, have I done enough?...It 
was difficult for me to withdraw...it's realistically, a 
bottomless well to support a cancer patient. You could take 
as much support in various ways as we could possibly give. 
(Bob - That's right.) And we couldn’t possibly give that 
much. 
Joy's supporters found it important to make sure that they 
had supporters. Bob had Phil to support him, as well as his own 
therapist. Other supporters found places for their own fears to 
come out other than with Joy. 
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Clearly the diagnosis of cancer was traumatic for other Cook 
family members besides Lucius. Marge speaks of the difficulty 
for herself and the family and of how they managed: "We were 
just all hanging onto each other, basically, just keeping it all 
together but very uncertain if everything would ever go back to 
normal...I was just incapable of doing anything other than the 
very basic stuff to get through the day." 
Supporters often made it clear to the cancer patient that 
they could take care of themselves -- or find others to support 
them. This needed to happen from the time of the initial 
diagnosis and initial adjustment to the shock of cancer and 
continue throughout the period of needed support. 
Both Marty and Lisa speak of the difficulty of adjusting to 
the initial shock of their mother's diagnosis of cancer. Marty says. 
Initially at the beginning you just don't know what to do 
because you've never been in a situation like this before. 
That's hard. You don't know what will really help. 
Lisa adds, "It's a struggle to support someone at the beginning 
when you yourself are in shock and despair." Lynn remembers at 
first "feeling kind of powerless and not being really sure what my 
place was or how I could be supportive. Lisa's fears also came up 
around the issues of her mother having enough time to heal. She 
says, "I think we all had faith in the technique, but the key thing 
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was, would there be enough time? Could this help before three 
months was up?" 
One realization that was helpful to Alice was that she was 
not expected to help her supporters with their problems. 
People never brought me their personal problems. They 
didn't compound any problems that I had by their own 
hangups. I had no idea about their working through their 
fears about my dying. I had to worry about no one but 
myself for the first time in my life. 
Sy says that it is important to tell a cancer patient, "Don't 
worry about our feelings, if this would be helpful to you, we'll 
gladly talk about it. We'll take care of ourselves." 
Of supporters, Eva says "I don't want to be their 
psychologist", helping them to address their fears of illness and 
death or protecting them from her cancer. This, she feels, is not 
useful to her as a cancer patient -- especially if this is all that 
occurs and the relationship is not reciprocal. 
Supporters were aware of not wanting to "burden" Joy with 
additional concerns. Bob speaks of not always feeling he could 
share his fears with Joy and finding others to share them with. 
Roz speaks of not being able to go to Joy with the problems from 
the work they shared, problems which Joy would have normally 
handled. Wendy R, going through a divorce at the time of Joy's 
diagnosis with cancer, and wanting more of Joy's support, told Joy, 
"I was so pissed off at you that you got cancer at that time." 
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These other concerns were "so minor compared to what she was 
going through" that people couldn’t bring them up to Joy as they 
normally would. 
Wendy and her mother took care of each other in their own 
way so as to refrain from burdening Michael. When Wendy says 
of her mother, "She was just yelling all the time. She was very 
ugly", Betty concurs: "I was. I was very ugly. I felt really like I 
was in a time bomb."Wendy quickly excuses her mother by saying 
"She was so over-tired." Betty says, "I just felt like I had a tight 
rubber band around me all the time." Wendy and Betty laugh 
when Wendy says, "We yelled a lot at each other...Who else did we 
have to yell at? We just basically had each other to yell at and it 
was better to yell at each other than to yell at Michael." 
For the Cook family, not only was it helpful to Lucius to be 
treated as a person, but it was helpful to the entire family not to 
think about cancer all the time. Sim suggests getting a hobby to 
other supporters. Jim suggests keeping busy. His advice is, "You 
might have to put some of that out of your mind for a while. I 
think, if you want to think about the severity of the whole thing 
every minute, you can. And it'll get you, you can be overcome 
with it all the time, if you let it." 
Although the closeness of the family has been healing for all, 
Marge has found it helpful to sometimes withdraw and separate. 
There are times when you need a break I think. Thats 
important for support people...sometimes you need a 
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complete break from everything and all your 
responsibilities in order to be able to be strong, and in order 
to reaffirm that you don't have cancer. 
Accepting Mortality 
Supporters found it helpful to face and accept their own 
mortality as well as the mortality of the cancer patient. In Alice's 
support system, supporters learned to face their own mortality as 
well as Alice's. Lisa says. 
You usually don't come face to face with the fact that people 
you love will not be here forever and you will not be here 
forever...this was the first time I had to deal with the 
mortality of someone else and therefore myself...You have to 
face that and resolve that for yourself. Or you can't respond 
in a way that's helpful. 
Sy tells Alice 
I had to make my peace with accepting your death in order 
to make myself most helpful. I had to come to grips with it 
and know that I could deal with it. Having done that, I 
could completely apply myself to being as helpful as I could. 
Lisa points out that it's important to remember that we all we die. 
She says, "There’s a tendency to think that [cancer patients] are in 
a different position than you are." 
Betty learned to accept the fact that Michael was going to die 
and, in fact, "needed" and wanted the physical relief which dying 
would give him. The love Betty had for Michael was so strong 
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that she was able to tell him, "it's OK to let go" although she very 
much wanted him around. 
As much as I felt peace about being able to say, 'If this is 
what you want, if you’re ready to die, its okay’, inside of me 
I felt a lot of panic, frustration. I wanted to let him go but I 
didn't want to let him go. 
Jov in Life 
Not only is accepting mortality important, but it is important 
to accepting life's joy -- the humor, fun, laughter and celebration 
that are a part of life's bounty. Joy suggests, both to cancer 
patients and their supporters, that humor and fun be cultivated 
and added to the types of support offered. She advises not 
taking yourself or your situation so seriously, that it's "deadening". 
Laughter played a large role in Katja’s healing. She and her 
supporters certainly realized the seriousness of their healing 
"conspiracy" but at the same time were able to laugh about it, just 




The theme of cutting through the isolation that cancer brings 
is a strong one. Eva says. You can talk to people about cancer and 
still feel isolated. You still feel like you are on a different planet. 
The most important factor is to get rid of the isolation...If you 
have some people who make you feel not isolated, even a single 
person in your life, it is just incredible. It is incredibly relieving 
to know someone is with you." For her, connecting with Peggy, 
beyond "talking", in such a deep empathic way cut through the 
isolation: Eva says she found a "companion that is diving just as 
deep as I am." Eva also felt that her husband helped lessen her 
isolation as a cancer patient by treating her "as usual". Neither 
Fred nor Peggy treated Eva as only a cancer patient. She could 
connect with them without having to pass through the barrier that 
cancer can be. 
The intimacy that arose between Eva and Peggy are a major 
theme throughout their interview. The intimacy was achieved by 
their willingness to be extraordinarily empathic with one another. 
Eva says, "I had the feeling that Peggy was going through almost 
the same thing I was going through. I never had anybody that 
was feeling so intensely what I was feeling." This intimacy was, 
for Eva, "the most incredible support I have had." 
For Alice and for Lucius, as well as for Michael, the intimacy 
which their families brought them was crucial. After they were 
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diagnosed with cancer, the intimacy they shared with their 
families, and particularly with their partners, Sy, Marge and Betty, 
became more pronounced. Not only was more time spent with 
each other but the time spent was much more intimate as well as 
more affectionate. The detailed attention and the empathy which 
these supporters offered was tremendous. 
Being There 
The theme of simply "being there" emerges from the 
interviews several times. In being there for another, supporters 
were responding to the call of love in their hearts. The nature and 
depth of this kind of presence often formed a totally focused 
commitment of being with the other in a kind of I-Thou 
awareness of the entirety of the other. There was a wide variety 
of ways of supporters "being there" for cancer patients, from 
picking up loose ends of tasks to profoundly intimate presence. 
In the interview with Betty and Wendy, the power of 
Wendy's understated presence is noteworthy. "I was just there, I 
guess", she says, but as the story unfolds the reality of this "just 
there" comes forth. There was tremendous selflessness involved, 
beginning at age eighteen for Wendy. She says that the most 
important help she gave was "just being there to help whoever 
needed someone. If it was to just watch tv with Michael or do 
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laundry so my mother could be with him." While her friends go to 
the fair, Wendy stays home to support both her mother and Mike. 
Doing the housework and laundry because there is "no one else" to 
do them, are powerful acts of love. Not only did Wendy support 
Mike, but she tells her mother, "I wouldn't say I was there for him 
as much as you." Even Wendy's brother, Chuck, more resistant to 
the role of supporter, still drove his mother to the hospital and 
came to play cards with Michael. 
Roz says of her support "I didn't see myself as being that 
supportive. I saw myself as loving you." Phil strongly concurs 
with Roz, both being very surprised to see their names in the 
thank you list at the end of the video film that Joy made. 
Katja has obvious faith in "Spirit" giving her whatever was 
appropriate for her healing. "I really had the feeling that Spirit 
provided even before I was talking in those words." Katja also 
had faith in her three friends, Beth, Ellen and Renate, "providing" 
for her when she was ill."You were just there" she tells her 
friends. She knew she could absolutely count on them. 
What sustained Katja's three main supporters was the love 
they had for Katja and their sense of doing right by her and their 
friendship. Beth speaks of her "strong sense that I wanted to be 
there for Katja" in spite of the fears, anxieties and exhaustion that 
she experienced, especially after her long nights up with Katja. 
Ellen "felt privileged to have been asked to help" and says that 
her "feelings for Katja were certainly a source of strength." 
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Katja's supporters were very different people. "We’d never done 
anything together. We didn t have particularly similar lifestyles 
or backgrounds...What we shared was our love for Katja. And it 
was a community that was established" to support Katja on the 
basis of this love. 
Lucius can count on his family's support. "I know it's there 
and I draw on it. I can count on them." Marge's first response to 
how she supports Lucius is, "I'm always here." Sim supports his 
dad by getting Lucius "going" even when he's tired. As a ten year 
old boy, Sim wants to do things with his dad. Lisa says, "The 
family calls each other all the time; that's our support." She says, 
"I think we really rely on each other for support through all our 
transitions." Loving support is taken"for granted". It is, in fact, a 
constant. In describing her brother-in-law's support of the 
family. Marge says, "It's just — he's there." His constant support 
throughout the time of Lucius' illness could be relied on. 
Rewards Intrinsic to Supporting 
Supporters acknowledged the rewards of supporting. 
Peggy is quick to point out that the support she gave Eva 
was not only "one way", but that she received tremendously from 
the experience. Eva even says that the effect her cancer has had 
on Peggy's growth has helped Eva to feel that her 'cancer was 
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worth it all". Peggy feels rewarded to be able to have "this 
incredible opportunity to experience this richness, what it means 
to be human, what it means to be." Peggy says of her experience 
supporting Eva, that it has been...the most fulfilling experience in 
my whole life." 
For Peggy, awareness of the preciousness of life and the 
preciousness of moments between herself and Eva formed a 
reward that also served to dissolve problems and irritations that 
arose. This awareness was an important strong learning or by¬ 
product of Peggy's involvement with Eva. In the middle of the 
interview, perhaps it is Peggy’s awareness that brings her to 
comment, "Look, there is another very odd shaped leaf on that 
tree out there in the same spot, but it's not square this year!" 
Joy and supporters saw cancer as a chance to deepen and 
heal relationships. Phil says, "When you're faced with a life and 
death thing, it might even be healing...for relationships." People 
realized how valuable the relationships they had with Joy were. 
Cancer also made them aware of the preciousness of relationships 
in general. 
Katja's supporters also felt that they received a lot in the 
process of supporting her. Jack says, "I felt inspired by you." Ellen 
Tadd describes her interaction with Katja as helping Ellen to get 
over her own fears of illness. Renate says there is something for 
each of us to get from the support we give each other." Beth 
describes her own learning process concerning her capacity to 
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give and speak up when she herself needed help. She fulfilled her 
fear "that I would get frightened at some point and pull back" but 
over time was able to get support for herself and come forward 
again -- to Katja's supportive friendship. 
Throughout the period of dealing with Lucius’ cancer, Marge 
feels that she has gained in confidence. She says, 
I’ve had to take on a lot of Lucius’ responsibility, which I 
found has been kind of difficult. As an example, all of a 
sudden, I found I was in the driver's seat. I've been a 
passenger all these years....Lucius’ having cancer has sort of 
put me in a different position in my own life. I feel in a lot 
of ways more capable. I have to deal with a lot of other 
things that I have always dragged my feet on. For me, 
Lucius' cancer has given me more confidence. It makes you 
stand on your own feet. 
In the face of illness, family differences in Eva's family were 
dropped and the essential love between people came forward. 
Peggy talks of her history of being angry with her brother, Eva's 
husband: 
When Eva got her diagnosis, all of a sudden, "poof" it [the 
anger] made no difference at all. What mattered was that 
he was my brother and I really felt this intense love for him 
and wanted to be there for him. It was the essentials that 
mattered. 
Both Eva and Peggy learned to cut through to the essence of 
relationship, to focus on the healing power of relationship, and on 
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the power of the loving response to disease to heal relationship. 
Eva describes her relationships as "one big spiritual blanket." 
Finding New Meaning 
New meanings for life and for cancer itself emerged for several 
can patients interviewed and their supporters. Eva says, "Because 
of the meetings I had with Peggy, I have learned that there is 
much more depth to life, more dimensions." Thoroughly delving 
into the moment has brought her richness of experience. Eva 
says, "We have both gotten a much closer sense of living in the 
present." Peggy concurs: "I have this awareness now that I never 
really had before of life is so short. It really impacts on 
everything I do. There is just sort of a sense of being in the 
moment." To this Eva responds, "The important part of my life is 
living." Living each moment brings life more "alive" for her. As 
the future lays clearly unknown, life here and now becomes 
precious. 
For Eva, the richness of being alive permeates even to the 
moment of peeling potatoes. "You can have these feelings of being 
very alive and do everything in your life at the same time...you 
can touch it all at the same time, and feel it all at the same time. 
It is just rich; it is very rich." Living in the moment also means 
not putting things off, including, for Peggy, even receiving"tips" on 
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"being comfortable being a woman" from Eva. If she didn’t get the 
tips" now, she might not have another chance. 
For Peggy, the experience of living in the moment has been 
an experience of living from the inside out, living life as the 
"person looking from the inside out the window. Moment to 
moment, what does that feel like?...living with myself moment to 
moment. It is just like a major overhaul. My whole engine was 
rebuilt. It's like a major overhaul of my world view." 
Helping others going through similar experiences seems to 
help Betty. She says, "I think I have a lot to give." She has become 
active in support groups and is seeking a career change to be able 
to help cancer patients and their families more. Knowing the 
importance of support and the experience of both supporting a 
cancer patient and having cancer herself, Betty says, "I'd like to be 
able to share those experiences in a beneficial way." She says of 
her experience with cancer, "Some very positive things have come 
out of it already. I've been able to share this experience with a 
number of different people and hopefully it will help them." 
Katja spends a great deal of her time talking with cancer 
patients and helping them in any way she can. People in the 
community know that she is someone they can call when they are 
diagnosed with cancer to talk to someone who "knows" what they 
are going through. It is noteworthy that Beth and Katja came back 
together after a period of separation because Beth's mother was 
diagnosed with cancer. Beth knew Katja would return the support 
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she had given to Katja and would understand what she was going 
through. 
Margaret also learned to be more in the moment in being 
with Joy. 
If I start thinking of the reward being Joy's living, it's really 
hard. It's more the process. It would be hard for me if I 
really thought a lot about life and death. Easier if I thought 
about being with you at the moment. 
Lucius' message to Marge just before surgery was to "be 
joyful". The beauty and joy of the moment have become precious 
to Lucius. He says. 
So many of those little moments can slip by sort of 
unnoticed or, worse yet, in being bored. Those moments can 
be beautiful. I think life is a much bigger gift than mostly 





Through the interview profiles and the discussion about the 
themes that emerged, it is hard to convey what lay between the 
lines. It is in the space between the words that the love behind 
the support often showed through, both during the interviews and 
during the support that was offered and received. Thus it is 
difficult to convey the poignancy of the interviews themselves, 
and even more difficult to convey the poignancy of the 
experiences discussed. It needs to be noted that, in some ways, 
this study is a third-hand report of events that often happened 
years ago. The support occurred, it was reported and this study is 
a report of that report. This removes the reader from the 
immediacy of the experiences described. 
In spite of this, it is remarkable that even though people 
interviewed were often discussing events that had occurred 
several years previously, they were still very emotional, often 
crying during the interviews and strongly affirming their love for 
each other. Even though one may assume that, after a length of 
time, one is getting a "dilution" of the experience, even this 
dilution was very powerful. People were so deeply touched from 
the experience of such strong loving connections of support with 
others that the emotions from the experience stayed with them in 
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a very prominent way. Somehow the act of supporting and being 
supported profoundly remained with people in their places of 
deep love to such a degree that, even years later, the same 
feelings were evoked again. 
It is noteworthy that people welcomed the interviews as a 
time to re-experience and reinforce these deep feelings. Even 
after long periods have elapsed, the feelings of profound love and 
connection were easily elicited. Having once touched the depths 
of love and connection, the experience had not faded. Supporters 
as well as cancer patients neither wanted nor expected it to 
diminish. 
Several major underlying points which emerge from this 
study will be discussed in the following: the interviews 
themselves as affirming, what enabled support, connection as its 
own reward and love as the basis of support. 
Interviews as Affirming 
The interviews themselves were affirmations for both 
cancer patients and supporters and the experience of support that 
they had been through together. There were often spoken and 
unspoken statements of appreciation, from all parties, going in all 
directions. In addition, the cancer patient was once again told, "I 
will support you if there is a re-occurence. I will support you in 
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another crisis." The cancer patient often told the supporters, "You 
have me for your support also." People confirmed their support 
and connections literally "until death do us part". 
Hearing other people speak about the meanings and 
emotions underlying their support experiences as well as 
reviewing one’s own experience was very affirming, as well as 
often profoundly touching, to the people interviewed. Sometimes 
the interview elicited new information for the group. An example 
of this is when Sy told Alice that, in fact, he had not thought her 
chances for healing were very great. Nevertheless he was quite 
willing to go all out on the path that would, he felt, provide her 
with the best chance. 
People very often had not previously gotten together to 
process and discuss what they had experienced. Especially during 
the time of the most active support, people often supported and 
were supported without talking with each other about what they 
were experiencing. The interviews often helped people "make 
sense" of what had happened among and between them — or, at 
least, to make more sense of the experience than they had been 
able to during the support process. The interviews also provided 
a time for sorting out what the experience had meant and 
continued to mean. Whereas previously people may have 
evaluated their experiences for and by themselves, the interviews 
provided the multi-faceted perspective of the group sorting out 
meanings collectively, as well as witnessing and affirming these 
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meanings for each other. A synergy of understanding about the 
whole process happened by bringing all the parties together. 
People were enabled to come to a greater understanding about 
what their piece meant in the context of the whole. 
The interviews helped effect a form of completion for the 
intense support process people had all gone through. This was a 
piece that perhaps had almost been "missing" in their process 
prior to being interviewed and people expressed their 
appreciation for the process itself, appreciation both for being 
interviewed and for receiving a transcript of their interview. 
Perhaps being interviewed itself was healing. Betty requested 
that a copy of her interview be sent to her doctor whose mother 
was dying of cancer because she thought it might be of help to 
him. After reading the transcript of their interview, people were 
often surprised at the power of what they had said. They had not 
fully realized the magnitude of their experiences before this time 
provided the forum for them to talk, read and reflect on it. 
Enabling Support 
One central message that arises from this study is "simply", 
as Peggy put it, "You can do it." She expressed this well her in her 
advice to other people who might be called upon to support, 
telling people to know that they can empower themselves, often 
with the help of other supporters, to support loved ones in time of 
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need. Neither the cancer patient nor the supporter need be alone. 
As a supporter and as a cancer patient, one can get support, either 
from one's own internal resources, from God, from family, from 
friends, from health care providers, from counselors, from twelve- 
step programs, and so forth - in order to be able to honor the 
urge to love and help. There is always assistance that one can 
give, even in saying "I'm here with you although I don't know 
how to support you or what to do or say." 
There is no fixed format for helping. Cancer patients and 
supporters can muddle through together, can read the braille of 
their particular story. Supporters need simply to be willing to be 
there, in their ignorance and not knowing, in their confusion and 
their pain, to be honest with that even with the person they are 
trying to support. To say, "I don't know how to help you but I am 
here", is to offer enormous sustenance. 
When people stand on the edge of offering assistance, 
acknowledging all the normal fear reactions that they and others 
have, the threshold for starting to support may be lowered. 
Perhaps some of the barriers of fear may have been removed. 
Love as the Basis for Support 
Love was the invariable basis of empowering people to 
support and empowering people in being supported. This was 
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affirmed again and again in the interviews. It was through this 
loving intention that the supportive connection between people 
happened. It cannot be overemphasized that the most helpful 
support had a genesis, not in guilt, sense of duty or obligation, but 
in what participants would later invariably describe as love. 
When people acknowledged and' honored the love they had 
between each other, they felt they "had to help". In being true to 
themselves, they had to support. When that love was 
reciprocated from the other person, supporters were enabled and 
empowered to continue to help. In being true to themselves in 
their love for their "loved ones", supporters were also enabled to 
continue, although it was not always easy. They had no choice but 
to re-arrange their lives in order to respond to their love. 
Supporters also recalled a deep knowing that what they 
were doing was "right". Participants offered assistance even 
through foreseen difficulties and strains on their stamina. 
Dramatic examples of deep love forming the basis for support 
were frequent in the interviews. Loving intention formed the 
supportive connections in the relationships. The intrinsic rewards 
of honoring their own love, as well as receiving love in return, was 
enabling. The interviews were an opportunity to re-affirm this 
love. 
Supporters, as well as cancer patients, showed a variety of 
ways to live and demonstrate their loving - sometimes in 
ruthless or seemingly harsh ways. However, it was not the 
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particulars but what lay under the particulars that was perceived 
by supporters and cancer patients as important. It was not 
necessarily specific actions that people did that were viewed as 
supportive but the loving intention of the acts, the love that 
showed through the actions. Certainly a lot of specific acts did 
help, because it was helpful for someone to take the kids or cook 
or drive, but what cancer patients said truly helped was the love 
shining through the acts. What made the experience of support so 
profound for supporters was not the specifics but the love and 
connection they felt between them and those they supported. 
Love, in its many flavors, was the basis of support. 
It might seem obvious that anyone supporting a cancer 
patient is doing so out of love. However, this assumption should 
not be automatically accepted, as there are numerous other 
potential motives. For example, sense of guilt or fear of being 
accused of callousness could conceivably motivate, as could a 
desire for appreciation, a need to feel powerful (especially in the 
face of the patient’s relative helplessness). It would take not 
great imagination to conceive of many others as well. However, in 
these successful support groups ("successful" by the criterion of 
having been deemed helpful and healing to all participants), there 
indeed occurred the basic motivation of love. 
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Connection 
We ai£. in relationship. To ignore this is to ignore who we 
are. All crises have the potential of reminding us that we live in 
relationship. There are many blocks to the experience of 
connection. Crises, including cancer, can help remove these blocks. 
If who we really are, is a part of a system, then realizing our 
full potential means being fully in the system — in relationship 
and acknowledging it. This could be described as humanistic 
psychology from a systems perspective. This is very similar to 
the Mahayana Buddhist view, that Stephen Levine discusses, 
which says that we cannot be enlightened individually unless all 
sentient beings are enlightened. No one can win the 
enlightenment prize as a solo venture. 
What are the implications of this Buddhist tradition for 
purposes of this study? The Mahayana Buddhists are not talking 
about a responsibility to each other. Their concept of 
enlightenment goes beyond concepts of social responsibility. We 
are not responsible to and for each other out of some moral 
obligation. Rather, we are "together", in a very real sense, as a 
part of being human (or, in a broader way, "sentient"). The code is 
not "Do unto others as you would have others do unto you." The 
code is "Do unto others because others are us" -- because we are 
all so intrinsically connected that to do only for oneself is not 
possible. What is done only for oneself won't even work. One has 
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to do for others and oneself. As one does for others, one 
automatically does for oneself, which means one is doing for 
others. Thus the circle is continuous. There are benefits to each 
of us that are occurring if, as and because each is allowed to 
benefit others — there is no waiting for some reciprocated gift in 
return. 
Suffering and despair are part of the human condition. To 
fully experience this is to be more fully human and to join with 
humanity more completely. However, as the interviews in this 
study show, despair and empowerment both exist as a part of the 
human condition. In the support offered — and taken -- there 
was no getting away from either experience. There was despair in 
the face of suffering and there also was empowerment in 
connection, giving and receiving. There is a sense of 
complementarity -- perhaps the greater the despair, the greater 
the power of any act undertaken in the face of this despair. 
If we are intrinsically connected to others, what are the 
implications for this in terms of a diagnosis of cancer expanding 
relationships? It is perhaps the relationship component of our 
world that needs adjustment so that not only health but the larger 
system prospers. Perhaps the healing power of cancer for 
relationships is seen at this time because we live in a world often 
lacking in real relationships. 
In this vein, one could say that a diagnosis of cancer can 
help us realize our "true nature" which is to be connected with 
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others. A diagnosis of cancer can, and often does, offer the 
opportunity for the social system in which it "appears" to realize 
its connections and act on them. 
Perhaps when people are hesitant to offer help, for fear of 
"bothering" the other person -- or themselves -- they are going 
against their true social nature. Perhaps there is a truer goal that 
goes beyond that of psychology's goal for each of us to realize our 
individual potentials. Perhaps the real human goal is for all of us 
to realize our potentials as a community. 
Individuals and intimate social systems can enhance the life 
of all through careful and caring responses to the diagnosis of 
cancer. As such awareness grows, we may even come to see many 
more ways we can respond to illness and the threat of death with 
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